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 Foreword 
I am a carer.  I care for my young adult daughter who has Down’s Syndrome.  My 
whole life has become for, with, and about my daughter.  There is no room in my life 
for ‘me’ alone.  Given the existing state of affairs, this is likely to remain the case for 
the rest of my life.  Research undertaken for this report has highlighted that this is the 
situation for most carers.  Is it any wonder that 25% of carers are clinically stressed? 
 
With the prospect of our aging population, the reliance on unpaid care is projected to 
increase.  So it is imperative that the needs of carers, if they are to continue to care, be 
recognized and addressed.  Though written as a research paper, the conclusions and 
recommendations contained in the publication should be of interest and relevance to a 
wide variety of audiences: 
 Governments – to direct funding and develop evidence-based programs and 
policies to better support carers; 
 Services – to provide effective, innovative and individualised supports; and, 
 Carers – to explore and develop their capacity as an individual and a carer. 
 
During the course of a carer’s life there are many ups and downs.  There are times 
when the need is to connect, times when the need is for a holiday and times when the 
need is to see an end somewhere in sight.  This report argues the case for a variety of 
support mechanisms tailored to match what is occurring within the family and the 
carer’s own life – information, counselling, education and training, practical support, 
financial assistance and respite.  A ‘life course’ approach to service delivery that 
accommodates the different stages in a carer’s life. 
 
I congratulate the authors of this study on the abundant numbers of carers they 
included in their research.  In doing so, they have achieved a high degree of accuracy 
in their findings.  Thank you to all the carers who, once again, gave up their valuable 
time to participate.  Not just to improve their lot but to enhance the lives of future 
carers.  The recommendations proposed have real value to carers and I commend 
them to you. 
 
Toni Dunshea 
President 
Carers Queensland 
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Introduction 
 
Providing care and support to a relative or friend who has an illness, disease or 
disability is widely held to be a task which requires extensive emotional and physical 
resources and one which can place considerable strain on the carer.  Over the last four 
decades a growing body of research has emerged, both in Australia and 
internationally, demonstrating the adverse physical, psychological, social and 
financial effects that caring can have on the well being of carers.  Although the caring 
role has inherent emotional, physical, financial and social strains which place carers at 
risk for poor physical and psychological health outcomes, many carers nevertheless 
find a sense of benefit or meaning in their caring.  Carers are therefore constantly 
balancing the strains and rewards associated with caring as illustrated by the 
following quote from a mother caring for her daughter with multiple sclerosis: 
 
Apart from dealing with her physiological problems, which I find very 
demanding, I think coping with her character change is the hardest 
thing to cope with. I feel I have lost my daughter to this disease and 
feel I am now looking after a stranger. I love my daughter no matter 
what. Caring for my daughter has taught me more patience, 
compassion and understanding. Caring for her has made me grow as a 
human being. 
 
The findings of this Report will help us better understand those factors which 
influence the delicate balance between the positive and negative experiences in 
caring. 
 
Well into the new millennium there are increasing numbers of people providing care 
for relatives and friends with illnesses, diseases and disabilities.  This is a 
consequence of both the ageing of the population and an increase in the prevalence of 
disability along with society’s preference and government policies which encourage 
older persons and people with disabilities to remain in the community.  With the 
increasing number of carers in Australia there is a need to explore how this ever 
growing population is coping with the demands of the carer role and those factors that 
define the caring situation and outcomes. 
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The recent study by the National Centre for Social and Economic Modelling 
(NATSEM), Who’s Going to Care? Informal Care and an Ageing Population, 
examined the propensity to be in need of care and to be a carer (i.e., the demand and 
supply of unpaid care) over the next 30 years to the year 2031. The number of older 
people with a severe or profound disability is projected to grow by 160% (from 
539,000 to 1 390,000). While the number of carers will also increase, this is expected 
to occur at a much slower rate (i.e., only 57%; from 198,000 to 312,000). Therefore, 
the ratio of persons likely to provide care to older persons needing care in 2001 is 
57:100; while in 2031 it is projected to be 35:100. This demonstrates the demands that 
can be expected on unpaid carers. 
 
Caring, by nature, requires a tremendous amount of time and energy which often 
leaves the carer with depleted resources for actively pursuing other interests and is 
also a significant barrier in conducting research on this population.  Over the past 
decade Dr Ken Pakenham and Mr Peter Stebbins (from The University of 
Queensland) have collaborated with a range of community organisations including 
Carers Queensland in researching caring in Australia.  As a result of this research, 
considerable data has been gained from the carers who so generously gave up their 
time to participate. This has led to the creation, of the largest, in-depth clinical data 
base on carers in Australia.  This data set has provided an excellent opportunity to 
investigate those factors which influence the well being of carers. 
 
Given the projected increase in reliance on unpaid care, there has never been a more 
urgent time to better understand the needs of carers in contemporary Australia. We 
need to know more about the stressors, strains and possible influences of geographic, 
socio-economic and disability-specific issues on carer’s health and we also need to 
learn more about the factors which promote healthy functioning in carers.  Such 
information will inform policy development, the design of service systems and 
resource allocation processes so that high quality supports are directed to those carers 
who require them. 
 
The findings presented in this Report will help to inform the implementation of the 
Queensland Government’s Carer Recognition Policy (2003) and will add to and 
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complement results from several recent large-scale Australian studies of carers 
(National Inquiry into the Social Impact of Caring for Terminally Ill People by 
Palliative Care Australia, 2004; National Survey of Carer Health & Wellbeing by 
Carers Association of Australia, 2000; and the Carers Victoria Study [Schofield, 
Bloch, Herrman, Murphy, Nankervis & Singh, 1998]; Pfizer Australia Health Report, 
2004). 
Aims  
1. To integrate and explore data gained from carers through several recent 
studies 
2. To examine the interrelationships among care recipient illness/disability, carer 
biographics (age, gender, income, marital status and region), caring context 
(caring duration, carer-care recipient relationship and co-residency), time 
spent on caring, coping strategies and psychological distress 
3. To examine the role of care recipient illness/disability, carer biographics, 
caring context, time spent on caring, coping strategies in predicting carer 
psychological distress 
Outcomes 
1. The development of the largest, in-depth clinical data base on Australian 
carers across a range of factors including care recipient illness/disability, carer 
biographics, caring context, time spent on caring, coping strategies and 
psychological distress. 
2. Development of a framework that can be used by researchers, and policy and 
service planners to achieve targeted outcomes for carers 
3. Identification of a set of key factors that define the caring situation. 
4. Identification of a set of factors that play a potent role in shaping carer well 
being. 
5. A set of recommendations for policy development and service planning that 
will ensure the delivery of effective, targeted and efficient services and 
interventions designed to maximize the health and well being of carers in 
Australia throughout the new Millennium. 
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CHAPTER 1 
 
Description of Carer Sample and Measures 
 
In this chapter we describe the carer sample that is used for the report in addition to 
the measures that were used to gain information from carers. 
 
 
By helping my mum I feel as though I am doing something 
meaningful and helping to repay her for all that she’s done for me. 
(quote from a carer caring for a parent with dementia) 
 
 
Providing care for a relative or friend with a disability, illness, injury or medical 
condition is often a challenging and demanding task, leaving carers limited time and 
energy to assist in clinical research. This can obviously impact upon participant 
numbers in studies.  Hence, it becomes increasingly important to carefully analyse 
and utilise all available data on carer needs. The authors, therefore, pooled data 
collected over recent years from carers of individuals with a wide range of conditions.  
The total sample of carers utilised for this report represents the largest carer clinical 
data base in Australia (i.e., the largest number of carers completing a range of 
standardised and purpose-built measures of distress, coping, biographics, caring 
context and caring tasks).  The integration of carer data from numerous studies 
conducted by the authors over the past decade has provided the unique opportunity to 
undertake an in-depth investigation into relations among six sets of important factors: 
illness/disability groups, biographics, caring context, caring tasks, carer coping 
strategies and distress.  In this chapter we describe the samples that constitute the total 
carer data base and how they were recruited.  We also describe the measures used to 
collect data from the carers and the research approach. 
 
Description of Carer Sample 
The carer data base utilised in this report consists of data collected from 6 samples of 
carers. Across all 6 samples data was collected on care recipient illness/disability, 
Report on Carers in Contemporary Australia 
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carer biographics, caring context, carer coping strategies and distress from 1180 
carers. Details of the participants and recruitment procedures for each sample are 
provided below: 
 
Carers of a Person with Multiple Sclerosis (MS) 
The sample of carers who care for a person with MS consists of 505 carers. The 
sample is made up of data collected from 2 ‘sub-samples’ by Dr Pakenham. One sub-
sample consists of carers from Victoria and Western Australia and the other sub-
sample consists of MS carers from Queensland, South Australia and New South 
Wales. Each sub-sample is described below. 
 
Carers of a Person with MS: Sub-sample 1 (Victoria and Western Australia) A total 
of 236 carers were recruited through the local MS Societies of Victoria (VIC) and 
Western Australia (WA) during 2001 and 2002.  In both states MS Society members 
with MS were sent a MS Society letter endorsing the research, an information sheet, 
consent form, return addressed envelopes and two questionnaires (one each for the 
care recipient and carer). One thousand members with MS were randomly selected 
from each Society’s membership list.  Forty-seven envelopes were returned because 
of members’ changes in address. Thirty-six persons wrote letters, phoned or wrote on 
returned questionnaires indicating that they could not participate because of health 
problems, patient’s changed diagnosis or disability.  A total of 561 people with MS 
returned completed questionnaires and 29 of these indicated that they had no primary 
carer available. A total of 267 carers returned questionnaires.  The overall response 
rate for carers based on the total number of questionnaires mailed was 14%, whereas 
the carer response rate based on the number of care recipients who completed 
questionnaires was 48%.  Thirty-three returned carer questionnaires were excluded 
because of excessive missing data.  A total of 155 carers returned completed 
questionnaires 3 months later at Time 2, yielding a 34% attrition rate (VIC n=70, WA 
n=85).  
 
Carers of a Person with MS: Sub-sample 2 (Queensland, South Australia and New 
South Wales) A total of 247 carers were recruited between 1994 and 1997 from three 
states, Queensland (QLD), South Australia (SA) and New South Wales (NSW).  
Report on Carers in Contemporary Australia 
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Participants from SA and NSW were recruited via their local MS Society.  In both 
states MS Society members with MS were sent in a regular newsletter mail-out, a MS 
Society letter endorsing the research, an information sheet, a consent form, return 
addressed envelopes and two questionnaires (one each for the care recipient and 
carer).  In NSW 1000 and in SA 200 members with MS were randomly selected from 
the Societies’ membership lists.  A total of 320 care recipients from NSW and SA 
completed questionnaires and 56 of these indicated that they had no primary carer 
available. A total of 177 carers from NSW and SA completed questionnaires.  The 
overall carer response rate was 16%, whereas the carer response rate based on the 
number care recipients who completed questionnaires was 55%.   
 
A total of 72 carers from QLD were recruited from hospitals, advertisements in the 
local MS Society newsletter and through information presented in-person at MS 
Society meetings.  Contact was made with the care recipient first who then identified 
their primary carer.  The care recipient provided written consent to contact their carer. 
A questionnaire, information sheet, consent form and return addressed envelope was 
then posted to the carer. 
 
Of the carer questionnaires received from NSW, SA and QLD, 16 were excluded 
because of missing data.  A total of 231 carers (QLD n=67, NSW n=141, SA n=23) 
provided useable data. 
 
Carers of a Person with Chronic Fatigue (CF) 
The data from carers of people with CF was collected by Dr Pakenham and Mr Tim 
Lowry. A total of 79 carers of persons with a chronic fatiguing condition (e.g., 
Chronic Fatigue Syndrome, Fibromyalgia) were recruited from the Myalgic 
Encephalomyelitis/Chronic Fatigue Syndrome/Fibromyalgia Association of 
Queensland, by word of mouth and also through three community support groups 
(two in Brisbane and one in Darwin), which were not aligned with the state society.  
Questionnaires were mailed to all Association and support group members with a 
chronic fatiguing condition during 2001 and 2002.  The package included a covering 
letter from the Association endorsing the research, an information sheet, return 
addressed envelopes and two questionnaires (one each for the care recipient and 
carer). A total of 577 packages were mailed out: 521 to CFS Association members 
Report on Carers in Contemporary Australia 
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and 45 to the support groups.  An additional 11 packages were sent to individuals who 
were not members of the Association or the support groups and who volunteered to 
participate in the research as a result of hearing about the research.  Three packages 
were returned due to incorrect addresses and 93 packages were returned with 
questionnaires that were not completed.  A total of 182 care recipients completed the 
questionnaires and 4 of these indicated that they did not have a carer.  The overall 
response rate for carers was 17%, whereas the carer response rate based on the 
number of care recipients who participated was 44%. 
 
Carers of a Person with HIV/AIDS  
The data from carers of a person with HIV/AIDS was collected by Dr Pakenham 
during 1999 and 2000. A total of 64 carers were recruited from South-East 
Queensland through outreach within gay and HIV communities, via advertisements in 
gay/lesbian newspapers, word of mouth, and by being approached at HIV/AIDS drop-
in centres.  To be eligible for the study, participants had to be the primary carer of a 
HIV seropositive person.  All carers were asked to contact their care recipient to 
determine their willingness to participate in the study.  Care recipients were asked to 
confirm participants as their primary carer.  Carers were given information on the 
study, signed a consent form, completed an interview and then self-administered 
scales.  A total of 28 carers returned completed questionnaires 3 months later at Time 
2, yielding a 56% attrition rate.  
 
Carers of a Person with Acquired Brain Injury (ABI) 
A total of 350 carers of persons with ABI were recruited from community support 
groups and brain injury associations in Victoria and Queensland between 1999 and 
2000 by Mr Peter Stebbins. A cover letter and questionnaire booklet was mailed to 
members of these organisations along with newsletters and information bulletins.  Of 
the 350 questionnaires distributed, 116 completed questionnaires were returned, 
yielding a response rate of 33%. 
 
Carers of a Person who has had a Stroke 
Carers of a person who had had a stroke were recruited through the Stroke 
Association of Queensland between 1999 and 2000 by Mr Peter Stebbins.  Two 
Report on Carers in Contemporary Australia 
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hundred questionnaire packages were mailed to members of the Stroke Association.  
Questionnaire packages contained information response sheets on biographics, caring 
context, coping strategies and distress Eighty-six completed questionnaires were 
returned yielding a response rate of 43%. A total of 61 carers completed a 
questionnaire 6 months later at Time 2 yielding a 29% attrition rate. 
 
Carers Affiliated with Carers Queensland (CQ) 
The main researchers responsible for the collection of data from CQ carers were Dr 
Pakenham, Mr Peter Stebbins and Ms Toni Cannon.  Data collection was partially 
funded by a grant from Home and Community Care.  Participants were recruited 
through the CQ, an organisation that supports unpaid carers of a person who has a 
disability, physical or mental illness or is frail aged. Carers who had contacted CQ’s 
Commonwealth Carer Resource Centre were invited to participate in the study. Due to 
restrictions resulting from Federal Privacy Legislation only carers who had previously 
indicated that they were prepared to participate in research activities were contacted. 
A random selection of 1100 carers from four designated target groups was contacted. 
The target groups selected were carers of people with (1) a physical disability, (2) an 
intellectual disability, (3) autism and (4) dementia. The decision to target these groups 
was made by the primary researchers in conjunction with CQ on the basis that these 
target groups contained sufficient numbers to ensure an adequate sample size could be 
obtained.  
 
Those carers selected for the study received a cover letter from CQ inviting them to 
participate in the study along with a copy of the Time 1 questionnaire and a reply paid 
envelope. Twenty-one letters were returned to sender unopened. A further 12 carers 
contacted CQ to inform a change in circumstances which excluded them from the 
study. The most common reasons for change in eligibility included the death of their 
care recipient and the entry of their care recipient into alternative care. Of the 1067 
eligible carers, 330 carers returned questionnaires yielding a response rate of 31%. 
The 330 carers who responded at Time 1 were sent a follow up questionnaire 6 
months later and also a reminder letter 6 weeks after that. In total, 266 carers returned 
the Time 2 Questionnaire. The attrition rate from Time 1 to Time 2 was 21%. 
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Responses were received from carers who provided support to people with a wide 
range of disabilities/conditions. In all, carers reported providing assistance with over  
90 different conditions including depression, MS, attention deficit hyperactivity 
disorder, cancer, dementia, and intellectual disability (Refer to Appendix 1 for a full 
  
Table 1.1 – CQ Sample Carer Groups According to the Care Recipient’s 
Illness/Disability 
 
Carer Category Care Recipients’ Condition 
1. MS (n=13) Multiple sclerosis 
2. STROKE (n=14) Stroke 
3. ABI (n=2) Acquired brain injury 
4. DEMENTIA (n=99) Dementia 
5. INTELLECTUAL DISABILITY (n=56) Intellectual disability 
6. DEVELOPMENTAL DISABILITY (n=41) Autistic spectrum disorder (n=23), autistic 
spectrum disorder/attention deficit hyperactivity 
disorder (n=9), autistic spectrum 
disorder/ADHD/Speech and language 
impairment (n=1), autistic spectrum 
disorder/learning disorder (n=1), Prader-willi 
syndrome (n=1), learning disability (n=2), 
Down’s syndrome (n=1), autistic spectrum 
disorder/Tourette’s syndrome (n=1), Tourette’s 
syndrome/ADHD (n=1), degenerative spine 
(n=1) 
7. OTHER GENERAL MEDICAL (n=31) Frail aged (n=9), heart disease (n=2), frail 
aged/heart disease (n=1), leukaemia (n=1), 
diabetes (n=1), Paget’s disease (n=1), 
emphysema (n=2), brain tumour (n=2), 
osteoporosis/emphysema (n=2), heart 
disease/emphysema (n=1), cancer/emphysema 
(n=1), osteoarthritis/diabetes (n=1), brain 
aneurism/stenosis of heart (n=1), damaged back 
(n=1), dumping syndrome (n=1), breast cancer 
(n=1), pulmonary artesia (n=1), CVA (n=1), 
medical not specified (n=1) 
8. NEUROLOGICAL/PSYCHIATRIC (n=36) Epilepsy (n=8), schizophrenia (n=4), muscular 
dystrophy (n=3), Parkinson’s disease (n=6), 
motor neurone disease (n=4), Huntington’s 
disease (n=3), Depression (n=2), Post Traumatic 
Stress Disorder (n=1), Alzheimer’s 
dementia/Parkinson’s disease (n=1), spina 
bifida/hydrocephalus (n=1), neurodegenerative 
disease (n=1), congenital brain damage (n=1), 
schprintzen’s syndrome (n=1)  
9. PHYSICAL DISABILITY (n=24) 
 
Cerebral palsy (n=11), paraplegia (n=1), 
physical disability not specified (n=4), 
immobility due to hip replacement/problems 
(n=5), wheelchair dependent (n=2), spina bifida 
(n=1) 
Note. The number of carers in each category will not add up to the total number of carers in the CQ 
carer sample due to missing data.  
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list of conditions). In order to reduce the number of conditions, thereby making this 
information more usable and meaningful, the 90 conditions identified were assigned 
to one of 9 general illness/disability categories according to the care recipients’ main 
condition. Some carers reported caring for an individual who had more than one 
condition. For carers of an individual with more than one condition, the carer was 
assigned to a group according to the care recipients’ most debilitating condition. The 
9 groups to which carers were assigned and examples of the conditions that constitute 
these categories are summarised in Table 1.1    
The Integrated Carer Sample 
The integrated carer sample used in this report consists of all carers from the 6 
samples outlined above. The carers from all 6 samples were assigned to one of 11 
carer groups according to the disability/illness of their care recipient. The 11 carer 
groups and the number of carers from each sample that make up the carer group are 
summarised in Table 1.2 below.  Several factors were taken into consideration when 
developing the carer groups.  Disability/illness group sample size was an important 
factor.  There needed to be a sufficient number of carers with a care recipient with a 
particular illness/disability for a group to be formed for a given illness/disability (e.g., 
MS, Dementia, Stroke or ABI).  Where there were insufficient numbers of carers of a 
care recipient with a particular illness/disability (e.g., psychiatric disorders), these 
carers were assigned to a group of conditions which was most similar to the condition 
of their care receiver.  The allocation of these conditions to the multiple 
illness/disability groups involved consideration of the following factors: medical 
features, onset, course, site of injury or illness and subsequent sequalae, and whether 
the illness/disability was a result of a congenital condition, or acquired (e.g., through 
injury or trauma). Such decisions were made through lengthy discussions and 
agreement among the authors.  
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Table 1.2 – The  Integrated Sample Carer Groups According to the Care Recipient’s 
Illness/Disability 
Carer Group Total Number 
Number of carers derived from each 
sample 
MS Carers 518 MS subsamples = 505 CQ sample = 13 
CF Carers 79 CF sample = 79 
Stroke Carers 100 Stroke sample = 86 CQ sample = 14 
ABI Carers 118 ABI sample = 116 CQ sample = 2 
HIV Carers  64 HIV sample = 64 
Dementia Carers 99 CQ sample = 99 
Intellectual Disability Carers  56 CQ sample = 56 
Developmental Disability Carers 41 CQ sample = 41 
Other Medical Carers  31 CQ sample = 31 
Neurological/Psychiatric Carers  36 CQ sample = 36 
Physical Disability Carers  24 CQ sample = 24 
 
Sample Description Summary 
A wide range of care recipient illnesses and disabilities are represented in the sample.  
These conditions affect individuals across the life span, ranging from developmental 
disabilities affecting children, to diseases with onset usually in young adulthood (e.g., 
MS) or old age (e.g., dementia).   The care recipient conditions also vary widely with 
respect to their biological origins including infectious diseases, genetic disorders, 
neurological illnesses and psychiatric disorders.  There is considerable variability in 
the courses of the care recipient’s illnesses and disabilities represented in the sample.  
Some of the conditions are degenerative (e.g., MS), some are more stable overtime 
(e.g., intellectual disability), while others are more likely to be episodic (e.g., some 
psychiatric disorders).  The impairment that these illnesses and disabilities impose on 
the care recipient varies also.  In addition, these conditions will vary in the types of 
emotional, physical, social and psychological challenges they present to the carer.  
For example, some conditions like HIV/AIDS and mental illness are associated with 
considerable stigma for both the care recipient and the carer and the psychological 
and physical losses associated with some of these conditions vary markedly. Hence, 
the caring tasks and demands associated with these various illnesses and disabilities 
vary considerably. 
 
The procedure for recruiting participants varied somewhat across the six samples.   
Some samples were recruited via mail contact with the care-recipient (MS and CF 
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samples), whereas in other samples carers were contacted directly, mostly via mail 
(ABI, Stroke, CQ, and HIV/AIDS samples).   In those samples where the carer was 
recruited through contact with their care recipient, the care recipient also completed a 
similar questionnaire. For those samples where data was collected from both carer and 
care recipient, two envelopes were provided so that care recipients and carers could 
return completed questionnaires in separate envelopes.  It should be noted that only 
carer data is presented in this report.  In addition, some of the samples were recruited 
at different points in time ranging from 1994 to 2002. 
 
Most samples were recruited from the membership lists of self-help community 
organisations using a mail-out survey methodology: CQ, CF, ABI, Stroke and MS 
(subsample 1 and NSW & SA from subsample 2).  The HIV/AIDS sample and the 
MS QLD participants from MS subsample 2 were recruited via advertisements, 
hospitals, community organisations and word of mouth.  The response rate for 
samples where a mail-out survey methodology was used (CQ, CF, ABI, Stroke and 
MS [subsample 1 and NSW & SA from subsample 2]) varied from 14% to 43% based 
on total number of questionnaires posted, and ranged from 44% to 55% based on 
number of questionnaires completed by care recipients.  A response rate of 30% is 
regarded as satisfactory for surveys (Bailey, 1991); hence, most of the response rates 
are equal to or above this benchmark response rate.  The response rate was relatively 
low where recruitment relied on the care recipient to invite the carer to participate in 
the study.  However, it should be noted that these response rates are only estimates 
because in such cases the questionnaire was forwarded to the care recipient who in 
some instances may not have passed it to the carer or may not have had a carer.  
 
Participants in four of the samples (HIV/AIDS, Stroke, CQ, and MS subsample 1) 
completed two questionnaires at two different points in time: at Time 1 and Time 2.  
In each case the Time 1 questionnaire was similar to the Time 2 questionnaire. For 
each sample, carers were asked at Time 1 to provide their address if they were willing 
to complete a second questionnaire (except for the CQ sample of carers who 
automatically received a follow-up questionnaire if they returned a questionnaire at 
Time 1). The interval between Time 1 and Time 2 varied from 3 months (HIV/AIDS 
and MS subsample 1) to 6 months (CQ and Stroke).  The attrition rate varied from 
21% to 56%. 
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Measures 
The data from all samples was collected via questionnaires.  The measures used to 
collect information from carers are grouped into 6 areas: (1) care recipient 
illness/disability, (2) biographics, (3) caring context, (4) coping strategies, (5) distress 
and (6) time spent on caring.  The care recipient illness/disability information and 
how it was used to develop the 11 carer illness/disability groupings has already been 
described above.  The following provides a description of measures used to collect 
information in the remaining five areas.   Not all measures were given to all samples; 
hence, a summary of the measures completed by each carer sample is presented in 
Table 1.7. 
 
Biographics 
Biographical information on carers was obtained from all six samples, although the 
forced-choice options for some biographics varied among some samples. 
 
Age and Gender: Carers were asked to write their age in years and indicate their 
gender by ticking either “male” or “female”. 
 
Marital Status: Carers were asked to indicate their marital status. For all samples, 
participants were asked to indicate their marital status from a set of options (e.g. 
married, defacto, separated, divorced). However, the marital status options differed 
slightly across some samples. Therefore, in order to make marital status consistent 
across all samples, four categories were used: never married, married or have a 
partner, divorced or separated, and widowed. 
 
Income: Carers were asked to indicate their gross annual income from several income 
ranges (e.g. $20,001 - $40 000/year).  The income ranges differed across some 
samples.  In order to have a consistent set of income ranges for each sample the 
following income brackets were used: no income; $1- $10,0000; $10,001- $20,000; 
$20,001- $30,000; $30,001- $50,000; >$50,001. 
 
Remoteness: Remoteness was assessed for the following samples: MS subsample 1, 
CQ, CF, and Stroke. Carers in these samples were asked to write the postcode for 
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their place of residence.  Each postcode was rated for remoteness using the 
Accessibility/Remoteness Index of Australia (ARIA) rating scale.  The ARIA is a 
measure of remoteness of areas in Australia and was selected because; unlike other 
remoteness measures it uses a standard approach.  The ARIA uses distances to 
population centres (and therefore access to services) as the basis for quantifying 
remoteness.  For each postcode a categorical and continuous ARIA rating was 
obtained.  The categorical ratings ranged from 1 (Highly accessible) to 5 (Very 
remote). The continuous rating scores ranged from 0 to 12, with 0 being the most 
accessible and 12 being the least accessible areas. The definitions of each of the 
remoteness categories can be found in Table 1.3. Both the continuous and categorical 
ARIA scores of remoteness will be utilised for analysis.  
 
Table 1.3. Definitions of Remoteness According to ARIA Categories and ARIA 
Continuous Ratings. 
 
ARIA Categories Definition 
ARIA 
Continuous 
Ratings 
1. Highly Accessible 
Relatively unrestricted accessibility to a wide range of 
goods and services and opportunities for social 
interaction. 
0-1.84 
2. Accessible Some restrictions to accessibility of some goods, services and opportunities for social interaction. >1.84-3.51 
3. Moderately Accessible Significantly restricted accessibility of goods, services, and opportunities for social interaction. >3.51-5.80 
4. Remote Very restricted accessibility of goods, services and opportunities for social interaction. >5.80-9.08 
5. Very remote Very little accessibility of goods, services and opportunities for social interactions >9.08-12 
Note.  Source: Information and Research Branch, Department of Health and Aged Care. (2001). 
Measuring Remoteness: Accessibility/Remoteness Index of Australia (ARIA). 
http://www.health.gov.au/pubs/hfsocc/ocpanew14a.htm 
 
Caring Context  
To gain information about the caring context, carers were asked to report on the 
duration of care, whether they lived with the care recipient and their relationship with 
the care recipient. 
 
Duration of Care:  Carers were asked how long they had been caring for the care 
recipient. The duration of care was recorded in months for all carers and converted to 
years for presentation of data in this report. 
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Live with Care Recipient:  Carers were asked whether they lived with the care 
recipient (yes/ no). 
 
Relationship with Care Recipient:  Carers were asked to specify their relationship 
with the care recipient from a range of options. The options differed slightly for each 
carer sample. To make categories consistent across carer groups for the integration of 
the carer data the following relationship categories were devised: spouse/partner, 
parent, sibling, child, friend/other and extended family which included cousins, 
grandparents and grandchildren, step family members and family-in-law. 
 
Time Spent on Caring 
Time spent on caring was only assessed in the CQ sample and therefore, analyses 
using this variable are limited to this sample within the integrated data base.  There 
were two measures of the amount of time carers spent on caring. 
 
Number of hours caring per week:  Carers from the CQ sample were asked to indicate 
the number of hours per week they spent caring for their care recipient. 
 
Time Spent on Caring Tasks:  Carers from the CQ sample were asked how much time 
they spent providing help with 18 caring tasks. Participants were asked to rate the 
time spent on each activity on a 5-point rating scale from 0 (no help provided) to 5 (a 
great deal of time).  
 
The scale utilised was developed by staff at CQ and consists of 18 caring tasks, 13 of 
which are internationally recognised indicators of functionality - Activities of Daily 
Living (ADLs; Katz, Ford, Moskowitz, Jackson & Jaffe, 1963) and Instrumental 
Activities of Daily Living (IADLs; Lawton & Brody, 1969; Rosow  & Breslau, 1966). 
ADLs are activities involving personal care including bathing, dressing, transferring, 
and managing continence. IADLs are activities performed to manage daily life and 
independent living and include cooking, cleaning, shopping and transportation. ADLs 
and IDLs have traditionally been used to assess functional disability. ADLs and 
IADLs were transformed to measure the amount of time carers spent performing tasks 
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for care receivers that the recipients could not do for themselves. ADL and IADL 
items are presented in Table 1.4. 
 
An additional five (5) items were incorporated due to an emerging concern that 
certain activities carers perform are not measured by conventional ADL and IADL 
instruments. Therefore, the additional 5 items were designed by the researchers to 
assess the emotional, social and behavioural management, support and supervisory 
aspects of caring.  A full list of the caring tasks employed in the scale is presented 
below in Table 1.4. 
 
The inventory of caring tasks was factor analysed to determine whether the various 
tasks fell into separate sub-groupings or factors.  All 18 items were subjected to a 
principal-components factor analysis which indicated that the items clustered into 
three factors.1  The first factor was labelled Instrumental Activities of Daily Living 
Caring (IADLC) because the 6 IADL items loaded on this factor. The second factor 
was labelled Activities of Daily Living Caring (ADLC) because all the ADL items 
loaded on it. The 5 items that assessed the social, emotional and behavioural care 
tasks loaded on the third factor and was labelled Psychosocial Caring. The three 
factors were moderately correlated (mean intercorrelation = .43) indicating only a 
moderate level of overlap among the factors. Factor loadings of the items are 
presented in Table 1.4. Three subscales were created (IADLC, ADLC and 
Psychosocial Caring) and all demonstrated high internal consistency (Cronbach’s 
alpha = .88, .91, .82 respectively).  
Carer Coping Strategies 
To assess coping strategies all carer samples except the CF sample completed either 
the Ways of Coping Checklist (WOC: Folkman, Lazarus, Dunkel-Schetter, DeLongis, 
& Gruen, 1986) or the Ways of Coping Checklist –Revised (WOC-R: Vitaliano, 
Russo, Carr, Maiuro & Becker, 1985). Regarding the WOC, a modified version of this 
scale was used.  Fifty items from the WOC were used and an additional 5 items from 
the Emotional Approach Coping Scale (Stanton et al., 1994) were added to tap this 
dimension of coping (identifying and expressing feelings), which is not assessed in 
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Table 1.4.   Caring Tasks and Corresponding Factor Loadings 
 
 Factor 1 Factor 2 Factor 3 
Instrumental Activities of Daily Living    
   Transportation .71   
   Grocery Shopping .87   
   Housework .80   
   Preparing meals .80   
   Managing finances/paying bills .80   
   Arranging supervision/outside services .61   
Activities of Daily Living    
   Giving medicine  .43  
   Getting in/out chairs  .90  
   Dressing  .86  
   Bathing  .83  
   Toileting  .88  
   Feeding  .79  
   Continence/Diapers  .75  
Psychosocial Caring    
   Supervising care recipient to prevent wandering, 
      pacing, damage to self, others or property   .73 
   Managing/controlling inappropriate  behaviours   .77 
   Encouraging and/or prompting to do things  
       or remember to do things   .82 
   Keeping care recipient occupied   .73 
   Providing intensive emotional support & 
      companionship   .45 
 
the original WOC.  Respondents rated on a 4-point scale (0 not used or not applicable 
to 3 used a great deal) how often they used each of the 55 coping strategies to deal 
with caring-related problems.  All 55 items are presented in Appendix 2. The WOC-R 
was derived from the WOC and consists of 42 coping strategies. Carers rated on a 5-
point scale from 0 (does not apply/never) to 4 (very often) how often they used each 
coping strategy in dealing with caring-related problems.  The CQ, Stroke, and ABI 
carer samples completed the WOC (55 items) and the HIV carers and the MS carer 
subsample 2 (QLD, SA, NSW) completed the WOC-R.   
 
Modified Coping Scale: In order to develop a coping scale that was common across all 
samples, several steps were undertaken. First, because the WOC and the WOC-R 
response scales differ, the two had to be amalgamated into a common response scale. 
The WOC response scale ranges from 0 to 3 (0=not used or not applicable; 1=used 
somewhat; 2=used quite a bit; 3=used a great deal) and the WOC-R response scale 
ranges from 0 to 4 (0=does not apply/never; 1=rarely; 2=sometimes; 3=often; 4=very 
often). The WOC-R response scale was converted to the same response scale as the 
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WOC so that both response scales ranged from 0-3.  The ‘does not apply/never’ of the 
WOC R was equated with ‘not used’ from the WOC. ‘Rarely’ and ‘sometimes’ of the 
WOC R were combined to equate ‘used somewhat’ from the WOC. ‘Often’ from the 
WOC R was equated with ‘quite a bit’ from the WOC and ‘very often’ from the WOC 
R was equated with ‘a great deal’ from the WOC. The scale that was used in analyses 
is presented in the combined column of Table 1.5.  
Table 1.5 – WOC-R and WOC Rating Scales and the Combined Rating Scale 
 
WOC-R WOC Combined 
Does not apply/Never 
0 
Not Used 
0 
Does not apply 
0 
Rarely 
1 
Used Somewhat 
1 
Used Somewhat 
1 
Sometimes 
2  
Used Somewhat 
1 
Often 
3 
Quite a Bit 
2 
Quite a Bit 
2 
Very Often 
4 
A Great Deal 
3 
A Great Deal 
3 
 
Second, because not all of the WOC-R items were the same as those in the WOC, 
only the 29 items that were common to both the WOC and the WOC-R were retained.  
In order to identify clusters of coping strategies, these 29 items were subjected to a 
principal-components factor analysis which indicated that all but three items clustered 
into 2 factors. 2  These three items were discarded from the 2 factor solution due to 
loadings less than .30 (‘I realised I brought the problem on myself’; ‘Went on as if 
nothing happened’; ‘slept more than usual’) resulting in 26 items. 
In order to replicate the factor structure of the 26-item set, this reduced set of items 
was subjected to a principal-axis factor analysis using an oblique rotation. Table 1.6 
presents the 26 items that were retained and their factor loadings. The first factor 
consisted of 15 items that refect a problem-solving approach. Items that loaded on this 
factor include cognitive, behavioural and interpersonal strategies that involve facing 
the problem and attempts to change or resolve it (e.g., ‘made a plan of action’ and 
‘got professional help’). The second factor consisted of 11 items that reflect cognitive 
or behavioural avoidance strategies and included items such as ‘hoped a miracle 
would happen’ and ‘refused to believe it happened’.  
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Items on each factor were summed to produce two subscale scores.  Both subscales 
had high internal reliability coefficients (Cronbach’s alphas = .88 problem-solving 
and .78 avoidance). The correlation between the two subscales (r=.21, p<.000), 
although significant, was of a relatively low magnitude indicating little overlap 
between the two subscales. 
 
Carer Distress 
Carer distress was measured by items selected from Symptom Checklist-90 (SCL-90) 
(Derogatis & Cleary, 1977).  Six items were selected from each of the depression, 
anxiety and somatisation subscales. Depression, anxiety and somatisation subscales 
have been used widely in prior carer research (e.g., Stebbins & Pakenham, 2001).  
Scores were calculated for each of these subscales (somatization, depression and 
anxiety) by summing items on each subscale. A global distress (General Severity 
Index; GSI) score was computed by summing all items across the three dimensions, 
and dividing by the total number of items. Cronbach’s alpha coefficients were 
calculated for each of the three subscales and global distress which indicated that the 
subscales and global distress had good internal reliability (Somatization .83; 
Depression .88; Anxiety .86; and Global Distress .93). 
 
Subscales: The somatisation subscale consists of items that reflect distress caused by 
the perception of somatic or bodily dysfunction such as ‘faintness or dizziness’, ‘pains 
in heart or chest’, and ‘nausea and upset stomach’.  Depression subscale items 
reflect the core symptoms of clinical depression such as ‘feeling lonely’, ‘feelings of 
worthlessness’ and ‘thoughts of ending your life’.  The anxiety subscale consists of 
items that are symptoms prevalent in major anxiety disorders such as ‘nervousness or 
shakiness inside’, ‘spells of terror or panic’ and ‘feeling fearful’.  For all items, carers 
were asked to rate from 0 (not at all) to 4 (extremely) how much they experienced the 
symptom. It should be noted that somatic complaints, anxiety and depression are 
common complaints among carers (Kreutzer et al., 1994).  
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Table 1.6 – Coping Strategy Items and Subscales with Corresponding Factor Loadings  
Factors Coping Subscales and Items 
1 2 
Problem Solving    
   I talked to someone who could do something concrete about the problem. .72  
   I made a plan of action and followed it. .69  
   I asked a relative or friend I respected for advice. .65  
   I changed or grew as a person in a good way. .64  
   I got professional help. .63  
   I came out of the experience better than when I went it. .60  
   Talked to someone to find out more about the situation.  .60  
   I talked to someone about how I was feeling.  .58  
   I changed something so things would turn out all right. .55  
   I stood my ground and fought for what I wanted.   .53  
   I came up with a couple of different solutions to the problem. .51  
   I knew what had to be done so I doubled my efforts to make things work. .50  
   I accepted sympathy and understanding from someone. .47  
   I tried not to act too hastily or follow my first hunch. .46  
   I tried not to burn my bridges, but leave things open somewhat. .43  
Avoidance    
   I refused to believe it had happened.   .67 
   I changed something about myself.  .65 
   I had fantasies about how things might turn out.  .57 
   I wished the situation would go away or somehow be over with.  .54 
   I kept others from knowing how bad things were.  .49 
   I tried to make myself feel better by eating, drinking, smoking, using drugs or 
         medication, and so forth.   .47 
   I hoped a miracle would happen.  .46 
   I avoided being with people in general.   .45 
   I criticised or lectured myself.  .44 
   I tried to keep my feelings to myself.   .41 
   I tried to forget the whole thing.  .38 
Note. Only items meeting retention criteria are presented; blanks indicate loadings ≤.30.  
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Table 1.7 – Measures Completed by Each Carer Sample 
 
Samples 
MS CQ CF Stroke ABI HIV Measures 
VIC, 
WA 
QLD, 
SA, 
NSW 
     
Number of Carers 234 271 330 79 86 116 63 
Biographics        
   Age X X X X X X X 
   Gender X X X X X X X 
   Income X X X X X X X 
   Marital Status X X X X X X X 
   Region X  X X X   
Carer Context         
   Relationship to Care Recipient X X X X X X X 
   Months Cared for Care Recipient X X X X X X X 
   Co-residency X X X X X X X 
Time spent on caring   X     
Coping        
   Ways of Coping Revised; 42 items  X     X 
   Ways of Coping; 55 items   X  X X  
   Ways of Coping;29 items  X X  X X X 
Distress        
   T1  X X X X X X X 
   T2  X  X  X  X 
Note. X indicates the sample completed the measure. 
 
Measures Summary 
In order to develop a comprehensive clinical data base for carers in Australia we 
integrated data from 6 different carer samples based on care recipient illness and 
disability type. Information on care recipient illness/disability, biographics, caring 
context, carer coping, time spent on caring and carer distress was collected from 1180 
carers. Scales measuring these variables were selected based on their reliability and 
validity.  All multi-item scales were found to have high internal reliability 
coefficients.  Carers of a wide range of illness and disability types are represented in 
this data base.  The conditions included are among the most challenging public health 
concerns facing Australia, such as dementia an epidemic forecast by Access 
Economics (in The Dementia Epidemic: Economic Impact and Positive Solutions for 
Australia, 2003).  
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Data Analysis Approach 
Given the very large sample size and the large number of variables to be considered, 
we devised a model to guide our examination of the data. This model guided our 
approach to analysing relations among the 6 sets of variables and is summarised in 
Figure 1.1.  Development of the model was informed by empirical studies that have 
examined distress in carers and by stress and coping theory which has been widely 
used in carer research (e.g., Lazarus & Folkman, 1984; Folkman, Lazarus, Dunkel-
Schetter, DeLongis, & Gruen, 1986; Godfrey, Knight & Partridge, 1996; Knight, 
Devereux, Godfrey, 1998, Pakenham, 2001; Pakenham, 2002, Pakenham, In Press).  
Regarding the latter, although various models of caring have been derived from this 
theory (e.g., Pakenham, 2001; Pearlin, Mullan, Semple, & Skaff, 1990), most are 
based on the premise that adjustment to caring and the care recipient's 
illness/disability is determined by the nature of the care recipient’s illness/disability, 
biograhics, caring context, caring tasks and the mediational process of coping (e.g., 
Pakenham 2001; Pakenham, 2002; Pakenham, Samios & Sofronoff, In Press).  
Psychological distress in our model is considered to be an indicator of well being or 
quality of life.  Although other variables may also be considered, we limited our 
investigation to these variables.   First, we grouped the variables into 6 variable sets 
consistent with the model mentioned above: 
 
1. Care Recipient Illness/Disability (MS, CF, stroke, ABI, HIV/AIDS, dementia, 
intellectual disability, other medical condition, neurological/psychiatric, 
physical disability) 
2. Biographics (age, gender, income, marital status, remoteness) 
3. Caring Context (duration of caring, carer-care recipient relationship, co-
residency) 
4. Time Spent On Caring (hours per week caring, time spent on ADLC, IADLC, 
Psychosocial Caring) 
5. Coping Strategies (problem solving coping and avoidance coping) 
6. Distress (Time 1 and Time 2 global distress, somatisation, depression and 
anxiety) 
 
We started with care recipient illness/disability group as this was considered to be the 
defining aspect of the caring role.  The care recipient’s illness/disability defines the 
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caring demands and role and provides the impetus for caring.  Then we considered the 
biographical profile of the carer.  Biographics are fairly stable characteristics of the 
carer which are in general not easily amenable to modification.  Next we considered 
the caring context, and while these characteristics are also not easily amenable to 
change, they do help to define the context in which care is provided. We then 
examined time spent on care tasks.  Although time spent caring might be considered a 
caring context variable, we treated it separately for several reasons.  First, only the 
CQ sample had completed the time spent caring measures and we considered it to be a 
more contextually sensitive variable, and therefore more amenable to modification 
than duration of caring, carer-care recipient relationship and co-residency.  Coping 
strategies are considered separately as they have been shown in many carer studies to 
mediate the effects of caring-related stress on carer well being (e.g., Sander, High, 
Hannay & Sherer, 1997).  In addition, carer intervention studies show that carer 
coping strategies can be modified (e.g., Biegel & Schulz, 1999; Coon, Gallagher-
Thompson & Thompson, 2003; Pakenham, Dadds & Lennon, 2002).  Finally, 
psychological distress is considered as a carer health outcome measure.   There are 
several compelling reasons for considering psychological distress an important end-
point for the model: distress is one of the most widely used indicators of quality of 
life, results from numerous studies suggest that a substantial proportion of carers 
experience psychological morbidity, and distress is an important indicator of the 
mental and physical health status of an individual. 
 
Although all of the variables considered in the model have been shown to play a role 
in shaping carer adaptation to the caring role, most studies have examined only 
several variables at a time and have used relatively small sample sizes which limits 
the generalisability of their findings.  In addition, few studies use a framework to 
guide their selection of variables and the analytic approach. 
 
Given that we could find no other research that had examined a similar model on a 
large data base with a wide range of care receiver illnesses/disabilities represented, 
the relationships among the variables were not specified a priori.  Hence, we used the 
model to guide the selection of the variables and the progressive ordering of the 
analyses which were used to explore relations among the variables. 
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The model was used to define 5 sets of analyses, each of which is described in a 
corresponding chapter. The first set of analyses examined relations between care 
recipient illness/disability group and all of the other variables (except time spent on 
caring) and the results of these analyses are summarised in Chapter 2.  The second set 
of analyses examined links between carer biographics and carer context, coping and 
distress, the results of which are summarised in Chapter 3.  The third set of analyses 
investigated associations between caring context and both coping and distress, the 
results of which are summarised in Chapter 4.  The fourth set of analyses explored 
relations between time spent on caring and care recipient disability/illness, coping and 
distress; the results of these analyses are summarised in Chapter 5.  Finally, in 
Chapter 6 we examined a simplified cut-down version of the model, where all 
relevant variables were used to predict psychological distress using a regression 
modelling approach.  
 
Statistical Considerations 
Due to the fact that this report will be of interest to a range of audiences, we have 
used the least complex statistical analyses to achieve our aims.  In addition, in order to 
simplify the report we have placed technical descriptions and discussions of statistical 
techniques and issues in notes at the end of each Chapter.  It should be noted that a 
large number of analyses were performed on the data set which increases the 
likelihood that some associations will be significant by chance.  To correct for this 
potential problem, we chose a more conservative test of significance; p<.01 instead of 
the more commonly used p<.05.  
 
For most of the analyses, relevant statistics and data are summarised in tables or 
figures and are not repeated in text. In most cases where a pattern of non-significant 
results appear, the analyses are not summarised in tables or figures. 
 
Many of the analyses in this report were undertaken to examine the relationship 
between two variables (e.g., carer illness/disability group and carer age).  Where both 
variables under consideration are continuous (e.g., age and distress) correlations were 
used. ANOVAs or MANOVAs were used where the variables being considered are 
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categorical and continuous (e.g., gender and distress), and chi square tests were used 
where both variables under consideration are categorical (e.g., marital status and co-
residency with care recipient).  
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Figure 1.1 – Summary of Variables Examined; Carer illness/disability group (white box), biographics (yellow boxes), caring context (blue boxes), 
coping (green box), caring tasks (red box), distress (pink boxes) 
 
CARE RECIPIENT
ILLNESS / DISABILITY
MS
CF
Stroke
ABI
HIV
Demintia
Intellectual disability
Development disability
Other medical
Neruo/Psychi
Physical Disability
INCOME
< $10,000
$10,001 - $20,000
$20,001 - $30,000
$30,001- $50,000
> $50,000
REMOTENESS
Accessibility / 
Remoteness
Index of Australia
MARITAL 
STATUS
never married
married/partner
divorced/separated
widowed
AGE
Years
GENDER
Male / Female
CARE TASKS
IADL
ADL
Psychosocial
DURATION OF CARING
Years
RELATIONSHIP TO 
CARE-RECIPIENT
Spouse/Partner
Parent
Sibling
Offspring
Friend/Other
Extended family
LIVES WITH CARE-
RECIPIENT
Yes / No
COPING
Problem-solving
Avoidance
DISTRESS
Time 1
Depression
Anxiety
Somatisation
Global distress
DISTRESS
Time 2
Depression
Anxiety
Somatisation
Global distress
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Chapter 1 Notes 
 
1All 18 caring task items were subjected to a principal-components factor analysis using both 
oblique and orthogonal rotations. There were significant correlations between the items 
(Bartlett’s test of Sphericity, χ2 (153) = 3422.16, p=.000) and the overall Kaiser-Meyer-Olkin 
measure of sampling adequacy was adequate (.89). Principal components factor analyses 
revealed a 3-factor solution according to 3 eigenvalues greater than 1 and Cattel’s scree test. 
Both varimax and oblique rotations revealed the same 3-factor structure. 
 
2The 29 coping items were subjected to a principal-components factor analysis using both 
oblique and orthogonal rotations for 619 carers. There were significant correlations between 
the items (Bartlett’s test of Sphericity, χ2 (105)  =19654.16, p<.000) and the overall Kaiser-
Meyer-Olkin measure of sampling adequacy was adequate (0.85). Principal-components 
factor analyses yielded 7 factors with eigenvalues greater than 1.00. Although, 2- to 4-factor 
solutions were explored, only the 2-factor solution met commonly used criteria for 
determining the number of factors to extract in factor analysis; Cattel’s scree test and 
comprehensibility criteria. The 2 factors were subjected to a principal-axis factor analysis 
with orthogonal and oblique rotations. The correlation between the two factors was >.30 
therefore, the oblique solution was selected. The first and second factors accounted for 
22.22% and 12.49% of the variance, respectively. 
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CHAPTER 2 
 
The Effects of Carer Groups 
 
The aim of this Chapter is to explore differences among the carer illness/disability 
groups on carer biographic, caring context, coping and distress variables.  
 
My life is now devoted to caring for my son; I realise it is a lifelong 
commitment. I know it is going to be tough, especially because I will 
have to care for him alone.  Caring for him is a 24 hour 7 day week 
job. (quote from a carer caring for her son who has autism) 
 
Carers across Australia provide care to individuals with a wide range of illnesses and 
disabilities. The type of illness or disability the care recipient has may present unique 
challenges and demands for their carer. In order to expand our knowledge and 
understanding of carer needs and to assist in future service planning, it is important to 
explore whether carers of individuals with different conditions differ on a number of 
important variables. In this chapter we explore the relationships between the condition 
of the care recipient (i.e., carer group) and carer biographics (carer age, gender, 
income, marital status and remoteness), the caring context (duration of care, 
relationship to care recipient and living situation), coping (problem solving and 
avoidance) and distress. 
 
Carers provided support to people with a diverse range of conditions.  As mentioned 
in Chapter 1, all carers in this study were assigned to one of eleven care recipient 
illness groups according to the condition of their care recipient – carers of people with 
(1) Multiple Sclerosis, (2) Chronic Fatigue, (3) Stroke, (4) Acquired Brain Injury, (5) 
HIV/AIDS, (6) Dementia, (7) Intellectual Disability, (8) Developmental Disability, 
(9) Physical Disability, (10) Neurological/Psychiatric, and (11) Other medical 
condition (See Table 1.2 Chapter 1).  For ease of presentation these care recipient 
illness groups will be referred to as ‘carer groups’ 
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Biographics 
First, analyses were conducted to explore whether the biographics (age, gender, 
income, marital status and remoteness) differed as a function of carer illness/disability 
group. A summary of the data for each of the biographics (except remoteness) for 
each carer illness/disability group is presented in Table 2.1. 
 
Age.  The mean age of all carers was 52.37 years. Australian Bureau of Statistics data 
from 2003 suggests that 39% of carers in Australia (1 million) are aged between 35 
and 54 years. . Carers ranged in age from 11 to 99 years. Carer illness/disability 
groups differed significantly on age. The mean age of each carer group is presented in 
Table 2.1 and Figure 2.1. 1Carers of persons with developmental disabilities were 
significantly younger than 8 other groups of carers (MS, CF, Stroke, ABI, Dementia, 
Intellectual disability, Neurological/psychiatric and Other medical) and carers of 
people who survived a stroke were significantly older than 6 carer groups (MS, CF, 
ABI, HIV, Intellectual disability and Developmental disability). This pattern of 
findings may in part reflect the aetiology of these conditions.  For example, 
developmental disabilities emerge in childhood with parents assuming the role of 
carer.  In contrast, stroke is likely to occur later in life with the responsibility for 
caring then falling to spouses and partners. Significant differences among the carer 
illness/disability groups on age are presented in Table 2.1. 
 
Of particular interest is the range of carer ages from 11 year to 99 years of age. The 
carer role across the lifespan is an area of importance for service planning with very 
young carers believed to have specific differential needs when compared with adult 
carers. Similarly, differential needs are noted in the frail aged carer group. The carer 
role can occur across the lifespan which can create unique strains and stressors at each 
stage of development; these needs, as determined by age and life-stage, must be 
considered in service planning and support. 
 
Traditionally, people occupy certain roles in life at certain times – student, worker, 
parent, grandparent, etc. For carers, these responsibilities must be met alongside the 
caring role. Depending on the life-stage of carers, the accompanying roles and 
responsibilities are likely to vary. At different stages, different factors must be taken 
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into consideration. For example, the balancing of work and caring and the juggling of 
parental responsibilities with caring. The following quote from a carer caring for his 
son with AIDS illustrates the relevance of age and life-stage: 
 
I was looking forward to a future of old age after having reared a 
large family but now I am faced with nursing my son to his death. 
 
 
Figure 2.1 – Mean Age for Each Carer Group 
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A particular area of concern is the emerging needs of children with caring 
responsibilities, especially in relation to education and early workforce opportunities.  
Given the dearth of research into young carers, we identified carers between the ages 
of 11- 25 years and examined their data in more detail.  Seventeen young carers were 
identified.  Most (65%) of these young carers were female (65%) and cared for a 
person with MS (65%). A quarter were offspring of the care recipient and almost half 
(41%) co-resided with the care receiver.  Of particular concern is the finding that two 
(12%) of the young carers reported clinically significant levels of psychological 
distress. 
 
Gender. Figure 2.2 summarises the gender mix for each of the carer groups.  Fifty 
eight percent of all carers were female and 42% were male.  These results are 
comparable to figures from the Australian Bureau of Statistics (2003) which indicate 
that females constitute 54% of all carers and males 46%.  The majority of carers for 
persons with stroke, ABI, dementia, intellectual disabilities, developmental 
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disabilities, medical conditions, neurological/psychiatric conditions and physical 
disabilities were female (72%-97%); while the carers of people with MS, CF, and 
HIV were predominately male (59%-62%).  Regarding MS and CF, these figures 
reflect the predominance of these diseases in females.  However, this finding is 
interesting in that males tend to take on the care for a female if the female is their 
partner. This appears to be the one instance when men are more likely to assume the 
responsibility for care. In most other instances (e.g., caring for children or parents) the 
role is likely to be assumed by women. 
 
Regards HIV, the predominance of male carers reflects the fact that the majority of 
people with HIV in Australia are gay males who are likely to have male friends or 
partners caring for them. Carers of people with an intellectual disability, 
developmental disability and medical condition were overwhelmingly female (>90%). 
 
Both genders are well represented as carers, although overall there are more female 
carers than male carers. There are a number of reasons for this overall gender 
imbalance in caring including role identification and traditional family structures.  
However, the gender mix varied across the illness/disability group largely due to the 
fact that the prevalence of some illnesses/disabilities is high in one gender group 
compared to the other (e.g., CF, MS, and ABI).  There are challenges in encouraging 
males to take on a caring role in a society where nurturing caring roles are regarded as 
“feminine”.  Another challenge concerns the development of supports that meet the 
particular needs of male carers.  
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Figure 2.2 – Percent of Male and Female Carers in Each Carer Illness/disability Group. 
 
 
0
20
40
60
80
100
120
M
S
C
F
S
T
R
O
K
E
A
B
I
H
I
V
D
E
M
E
N
T
I
A
I
N
T
E
L
L
E
C
T
U
A
L
D
I
S
A
B
I
L
I
T
Y
D
E
V
E
L
O
P
M
E
N
T
A
L
D
I
S
A
B
I
L
I
T
Y
O
T
H
E
R
 
M
E
D
I
C
A
L
N
E
U
R
O
L
O
G
I
C
A
L
/
P
S
Y
C
H
I
A
T
R
I
C
P
H
Y
S
I
C
A
L
D
I
S
A
B
I
L
I
T
Y
CARER GROUP
P
E
R
C
E
N
T
 
O
F
 
C
A
R
E
R
S
Male 
Female
 
 
Report on Carers in Contemporary Australia 
Chapter 2 – The Effects of Carer Groups 
 
 
 
Page 44 
 
 
Income.  The percentage of carers in each carer group per income bracket is presented 
in Table 2.1. Most carers reported a relatively low annual income such that half of all 
carers earned under $20,000 a year.  The largest percentage of carers (25%) earned 
between $10,001 and $20,000 a year and the smallest percentage of carers (6%) 
reported no annual income. Again, these findings reflect those from the Australian 
Bureau of Statistics (2003) which found that the median gross personal income of 
carers was $300 per week or $15 600 per annum.  
 
From this study, it was identified that a notable proportion of carers of people with 
intellectual disabilities (13%), developmental disabilities (13%), and physical 
disabilities (13%) reported no annual income. Almost half (49.5%) of the carers of a 
person with dementia reported an annual income of less than $10,000 and over 70% 
earned less than $20,000 a year. Of those carers who provided support to a person 
with a neurological or psychological condition, fewer than 20% earned over $20,000 
per year.  No carers of a person with a medical condition or an intellectual disability 
earned over $50,000 a year.  In contrast, a large percentage of carers of a person with 
MS and CF (45% and 43% respectively) earned over $30,000 annually.  However, 
these findings may be confounded by differential incomes for males and females. For 
example, the majority of carers for people with MS and CF whose earning capacity 
was greater were male. In contrast, few carers of people with a medical condition or 
intellectual disability had high earning power and many of these carers were female. 
 
 
Interpretation of these findings should be tempered by acknowledgement of the fact 
that the measure of annual carer income is a rather crude gauge of carers’ financial 
resources.  For example, only carer data and not combined household income was 
assessed.  
 
In examining reported income levels amongst the carer population several issues 
should be noted. Firstly, in analyzing the samples and in follow up with specific 
agencies and carer groups it was noted that in some cases income was a reserved 
estimate or there was a marked reluctance to disclose financial information due to 
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personal privacy or worry about level of benefit and further loss of support.  Further, 
some low income carers may source other financial support or resources and decline 
revealing such information for the reasons mentioned above.  Nonetheless, it is 
important to consider income levels as research suggests income satisfaction as a key 
predictor of distress and, thus, level of income relative to financial needs (i.e., carer 
living expenses) is an important issue to consider (e.g., Stebbins & Pakenham, 2001). 
 
Marital Status. The majority (79%) of all carers were married or had a partner.  
Similarly, most carers of people with MS, CF, stroke, ABI, dementia, intellectual 
disability, developmental disability, other medical conditions, 
neurological/psychiatric conditions and physical disability were married (61%-89%).  
Between 22% and 37% of carers of people with intellectual disabilities, 
developmental disabilities, medical conditions and HIV were divorced or separated. 
Notably, the majority of carers for people with HIV had never married (53%), 
approximately one fifth (22%) reported being married or having a partner and one 
fifth (22%) reported being divorced or separated. 
 
These findings suggest a connection between a heightened risk of relationship 
breakdown amongst carers of people with a developmental disability, an intellectual 
disability, HIV or other medical condition when compared with carers whose care 
recipient has other types of conditions. However, it should be noted that these 
associations may be confounded by other factors.  For example, the association 
between the HIV carer group and divorce/separation may be confounded with 
sexuality issues.  Nevertheless, this aside, the association between some of the carer 
groups and relationship dislocation raises some important issues.  In particular, with 
one third of carers of people with developmental disabilities being either divorced or 
separated there would appear to be a need for a particular intervention with this group, 
especially in light of the fact that these carers were most likely single mothers 
supporting a child. 
 
Many studies suggest that being married or having partner support is a significant 
buffer against psychological distress (e.g., Burman & Margolin, 1992; Revenson & 
Majerovitz, 1991) and in the present sample, aside from HIV carers, the great 
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majority were married or had a partner. This suggests that services should attempt to 
potentiate support from carer-partner relationships (e.g., by including the carer’s 
partner), thereby enhancing the dyadic relationship and promoting the carer role.  
Several studies show that when both carer and care receiver are included in supportive 
interventions, both benefit more than when only one of the caring dyad partners is 
included (e.g., Pakenham, Dadds, & Lennon, 2002; Willer & Corrigan, 1993) 
 
Remoteness.  Carers not only reside in the cities and larger towns, but also in smaller 
regional, rural and remote communities where access to services and supports may 
differ. Hence, the degree of remoteness of the area in which a carer resides is 
important to examine as a carer who lives in a more remote area may have restricted 
access to services. We investigated whether remoteness differed as a function of carer 
group for all carers who provided a postcode. The HIV, ABI and MS carer subsample 
2 were not required to provide postcodes and so were excluded from analyses 
examining remoteness. 
 
Both the continuous and categorical Accessibility/Remoteness Index of Australia 
(ARIA) scores, as described in Chapter 1, were used in analyses. With regard to the 
continuous remoteness variable, for all carers the mean remoteness score was .88 
suggesting that, on average, carers in the total sample lived in highly accessible areas. 
The mean remoteness score for each carer group is presented in Table 2.1. Carer 
groups did not differ on remoteness 2. 
 
With regard to the categorical remoteness variable, the majority of carers lived in 
highly accessible areas (80.30%) followed by accessible (14.60%), moderately 
accessible (4.60%), remote (0.30%) and very remote (0.20%) areas with only one 
carer who lived in a very remote area. Within each carer group a similar trend is 
found. Across all carers the majority of carers lived in highly accessible areas (70%-
100%). Only the sample of carers of people with MS included carers living in remote 
and very remote areas.  Analyses conducted on the categorical remoteness variable 
showed that remoteness did not differ significantly across the carer groups3. 
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Table 2.1 – Biographics Across Carer Illness/Disability Groups 
 
 MS CF Stroke ABI HIV Dementia Intellectual Disability 
Dev. 
Disability 
Other 
Medical 
Neuro./ 
Psych. 
Physical 
Disability 
Total 
Sample 
 (n=518) (n=78) (n=99) (n=118) (n=64) (n=98) (n=55) (n=41) (n=31) (n=36) (n=24) (n=1162) 
Age             
F (10, 1151)=16.12, p=.000             
   Minimum 16 11 29 23 19 33 27 28 30 28 29 11 
   Maximum 99 80 83 78 70 87 80 65 80 87 88 99 
   Mean 51.26abcd 53.81efg 61.24aehijk 52.50hlmn 43.05bfilopq 59.30cmors 48.95jrt 40.59dgknstuv 54.97qv 56.03pu 49.87 52.37 
   SD 13.52 12.12 11.22 12.51 11.20 11.48 12.54 8.48 11.88 14.84 15.41 13.51 
 MS CF Stroke ABI HIV Dementia Intellectual Disability 
Dev. 
Disability 
Other 
Medical 
Neuro./ 
Psych. 
Physical 
Disability 
Total 
Sample 
 (n=477) (n=79) (n=99) (n=118) (n=64) (n=98) (n=56) (n=41) (n=31) (n=36) (n=24) (n=1123) 
Gender 
χ2(10) = 243.85, p<.000             
   Male 61.90% 57.70% 27.00% 15.30% 59.40% 18.20% 5.40% 7.30% 3.30% 27.80% 20.80% 41.90% 
   Female 38.10% 42.30% 73.00% 84.70% 40.60% 81.80% 94.60% 92.70% 96.70% 72.20% 79.20% 58.10% 
Income ($/year)             
χ2(50) =  194.77, p<.000             
   No income 4.40% 1.30% 3.30% 8.50% 1.80% 8.40% 12.70% 12.50% 10.70% 0.00% 13.00% 5.60% 
   1-10,000 12.90% 10.40% 30.40% 22.90% 12.50% 41.10% 20.00% 20.00% 35.70% 39.40% 30.40% 20.00% 
   10,001-20,000 23.40% 27.30% 28.30% 25.40% 14.30% 22.10% 38.20% 25.00% 25.00% 42.40% 13.00% 24.95% 
   20,001-30,000 14.50% 18.20% 17.40% 16.90% 41.10% 9.50% 9.10% 27.50% 21.40% 9.10% 17.40% 16.50% 
   30,001-50,000 22.00% 14.30% 13.00% 17.80% 16.10% 11.60% 20.00% 5.00% 7.10% 6.10% 21.70% 17.50% 
   50-001+ 22.80% 28.60% 7.60% 8.50% 14.30% 7.40% 0.00% 10.00% 0.00% 3.00% 4.30% 15.50% 
Marital Status 
χ2(30) = 322.74, p<.000              
   Never married 4.60% 10.10% 6.00% 0.80% 53.10% 11.10% 5.40% 2.40% 6.50% 13.90% 12.50% 8.50% 
   Married/partner 89.30% 79.70% 85.00% 83.90% 21.90% 74.70% 64.30% 61.00% 71.00% 66.70% 70.80% 78.70% 
   Divorced/separated 5.00% 3.80% 2.00% 6.80% 21.90% 8.10% 23.20% 36.60% 22.60% 11.10% 8.30% 8.90% 
   Widowed 1.00% 6.30% 7.00% 8.50% 3.10% 6.10% 7.10% 0.00% 0.00% 8.30% 8.30% 3.90% 
Note:  Means having the same subscripts are significantly different from each other using the Dunnett T3 procedure at p<.01. 
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The present analysis showed the majority of carers lived in highly accessible areas.  
Likewise, the Australian Bureau of Statistics (2003) identified that 88% of carers 
lived in major cities or inner regional areas. There are two explanations that may 
account for these finding. First, there is a possible tendency for carers who live in less 
accessible areas to relocate to major urban centres in order to gain better access to 
community supports and treatment. Anecdotal evidence suggests that this trend is 
common amongst people with more severe illnesses/disabilities who require more 
intensive support. According to this explanation, the provision of more services and 
points of access in rural and regional locations would enable carers to remain in local 
areas. Another explanation for the low number of remote carers in the integrated data 
base relates to access issues concerning recruitment used in this research, where (a) 
carers in remote areas may not be aware of or have access to service groups involved 
in the research conducted and/or (b) due to the nature and demand of the carer role 
carers in remote areas may not have sufficient time or energy to participate.  In 
addition, the possibility that rural carers may be coping better than the urban carers 
must also be considered, however, in light of service differentials and accessibility 
issues the most plausible explanations are likely to be related to migration and carer 
demand. Thus, improvement in rural services for carers continues to be an important 
consideration for service planning. 
 
Caring Context 
A second set of analyses examined whether carer context variables (duration of care, 
their relationship to the care recipient, and whether they live with the care recipient) 
differed across the carer illness/disability groups.  Table 2.3 summarises the data for 
each caring context variable for each carer group. 
 
Duration of Caring:  Some carers had cared for their care recipient for only a few 
months, whereas others had provided support for decades. The mean duration of care 
across all carers was 7.85 years with the minimum duration of caring 1 month and the 
maximum duration 54 years. Mean duration of caring for each carer group is 
presented in Table 2.3. On average, those carers supporting  
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Table 2.2 – Number and Percent of Carers in ARIA Regions and Mean ARIA Continuous Scores for Each Carer Group 
 
   Remoteness Categorical     Remoteness Continuous 
Carer Type  Highly 
Accessible 
Accessible Moderately 
Accessible 
Remote Very 
Remote 
    
MS    
(n=200)                
n 
% 
171 
85.50% 
16 
8.00% 
10 
5.00% 
2 
1.00% 
1 
0.50% 
 M 
SD 
0.91 
1.78 
CF 
(n=69) 
n 
% 
60 
87.00% 
5 
7.20% 
4 
5.80% 
   M 
SD  
0.73 
1.15 
Stroke 
(n=76) 
n 
% 
59 
77.60% 
16 
21.20% 
1 
1.30% 
   M 
SD 
0.77 
1.81 
Dementia 
(n=99) 
n 
% 
70 
70.70% 
24 
24.20% 
5 
5.10% 
   M 
SD 
1.06 
1.31 
Intellectual 
Disability (n=55) 
n 
% 
40 
72.70% 
11 
20.00% 
4 
7.30% 
   M  
SD 
1.07 
1.39 
Developmental 
Disability (n=39) 
n 
% 
34 
87.20% 
3 
7.70% 
2 
5.10% 
   M 
SD 
0.62 
1.37 
Neurological/ 
Psychiatric 
(n=36) 
n 
% 
29 
80.60% 
4 
11.10% 
3 
8.30% 
   M  
SD 
1.29 
0.97 
Other 
Medical (n=31) 
n 
% 
22 
71.00% 
9 
29.00% 
    M 
SD 
0.89 
1.08 
Physical 
Disability (n=24) 
n 
% 
20 
83.30% 
4 
16.70% 
    M  
SD 
0.59 
1.06 
          
Total n 505 92 29 2 1  M  0.88 
 % 80.30% 14.60% 4.60% 0.30% 0.20%  SD 1.44 
Note. M= Mean; SD = Standard Deviation
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someone with an intellectual disability had been providing care for the longest period 
of time (15.73 years; twice as long as the average), while on average those caring for 
a person with HIV had been providing support for the shortest period of time. These 
findings are not surprising given the prognosis of the disabilities/conditions 
represented. That is, conditions that tend to be congenital in nature generally require 
care for longer periods than those that are acquired.  
 
Analyses showed that duration of caring differed significantly across the carer groups.  
Carers of an individual with an intellectual impairment had cared for their care-
recipient longer than 7 carer groups (MS, CF, stroke, ABI, HIV, dementia and other 
general medical).  Carers of people with MS had cared for their care recipient 
significantly longer than carers of people with HIV and dementia, and for a 
significantly shorter period of time than those caring for someone with an intellectual 
disability. Carers of people with dementia had cared for their care recipient for a 
significantly shorter time than carers of a person with MS, intellectual disability, 
developmental disability and physical disability. Carers of people with HIV had cared 
for their care-recipient for a significantly shorter period of time than carers of people 
with MS, intellectual disability, developmental disability and physical disability. All 
differences between carer groups are presented in Table 2.3.  
 
Some of the differences in duration of caring among the carer groups can be explained 
by differences in the course and duration of some of the illnesses/disabilities.  For 
example, intellectual impairment and MS typically cause life-long disability, whereas 
dementia usually occurs in old age and, therefore, has a briefer duration.  
 
When planning services, duration of care must be considered in context to disability 
type in order to effectively target carer group populations who require either 
additional early intervention or increased long-term follow up support.  There is also a 
need to consider, and begin planning for, the transition of care. For example, in the 
case of dementia which involves degenerative cognitive impairment, there is an 
increased likelihood that the care recipient will eventually need to be accommodated 
within some sort of residential facility or receive a high level of support in the 
community.  Given this likelihood, preparations for this eventuality could begin upon 
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diagnosis. Similarly, in the case of lifelong disabilities such as an intellectual 
disability there is a need to consider and begin planning for when it is no longer 
feasible for the current carer to continue to provide support. 
 
Relationship to care recipient:   Table 2.3 summarises the percentage of carers in a 
particular relationship with the care recipient for each carer group.  A total of 58% of 
all carers were assisting a spouse/partner and 23% of the carers were a parent 
providing support to their child. The remaining 18% was divided among the other 
relationship categories (sibling, child, friend and extended family). This is somewhat 
different to the Australian Bureau of Statistics (2003) findings that the majority of 
primary carers were partners (42%) followed by offspring (26%), parent (23%) and 
other (11%). Possible explanations for this difference lie in variations in sampling and 
recruitment. 
 
Analyses showed that the proportion of carers in a particular relationship to the care 
recipient differed across carer groups. The majority of carers of people with MS 
(86%) and stroke (82%) were the care recipient’s spouse/partner. The majority of 
carers of persons with CF (68%), intellectual disability (79%), and developmental 
disability (81%) were parents.  A high proportion of carers of people with HIV/AIDS 
were friends (34%), whereas most carers of people with dementia were either a 
spouse/partner (40%) or offspring (42%). 
 
The nature of the relationship between the person being cared for and their carer is 
important to consider for it has implications regarding the impact the caring role will 
have and the types of services and/or supports that may be required by the carer.  
However, there will always be variability in the needs of carers of similar relationship 
status to their carer recipient. Even if carers have the same relationship to their care 
recipients their needs will be mediated by other factors.  For example, a young carer 
caring for their single mother with a mental illness will have different needs to an 
adult providing support to their ageing mother with dementia, even though they are 
both technically offspring carers. Hence, in addition to the relationship status, the age 
and life stage of both the carer and care recipient are important determinants of carers’ 
needs.  
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Other roles and responsibilities that the carer may have will also determine the 
supports and interventions that would be most appropriate for them. For example, the 
experience of an adult male who works full-time and has a young family as well as 
providing support to a partner with MS would in all likelihood be quite different from 
the experience of an older gentleman supporting his wife with dementia. It is, 
therefore, important to contextualise the relationship. 
 
Carer - Care Recipient Co-residency:  Eighty-five percent of all carers reported living 
with their care recipient. Similarly, the Australian Bureau of Statistics (2003) found 
that 78% of primary carers supported a person in the same household. For all carer 
groups in this study, the majority of carers (between 60% and 95%) reported living 
with their care recipient. Analyses indicated that co-residency differed across the carer 
groups.  The greatest percentage of carers who lived with their care recipient were 
carers of people with a developmental disability (95%) followed by carers of people 
with neurological or psychological conditions (94.4%). It was also common for carers 
to live with their care recipient if their care recipient had a physical disability, an 
intellectual disability or MS. By far, the smallest proportion of carers co-residing with 
their care recipient was carers of a person with HIV (60%). This finding may reflect 
the fact that over one-third of carers of people with HIV were friends.  All 
percentages are presented in Table 2.3. 
 
While it might be expected that parents or spouse/partners would co-reside with the 
person they are supporting (and hence, the high co-residency of carers of people with 
developmental disability/intellectual disability and MS respectively), the results are 
interesting in the extent to which co-residency was common among those groups 
where adult offspring were strongly represented as carers (i.e., in the carers of people 
with dementia and other medical conditions). This suggests that adult children are re-
entering co-habitation with their parents when they develop dementia or other medical 
conditions. The housing arrangement made under these circumstances need to be 
carefully considered. 
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The current trend in government policy and social preferences is for de-
institutionalisation and community care for people with disabilities and the frail 
elderly. The consequence is that care recipients often co-reside with their carer (or 
vice versa).  
 
Given the vast majority of carers live with the care recipient there is a need to provide 
services to allow the carer respite opportunities and additional support with household 
demands and a range of caring tasks. This relates to both the provision of financial 
resources but also access to specialised day activity programs and home help services 
as well as psychological support and debriefing relating to emotional demands 
associated with an intensive live-in carer role.  Situations in which the carer and care 
recipient co-reside are generally associated with greater time spent in the caring role, 
assistance with a greater number of activities and a higher level of perceived demand 
or burden (e.g., Pakenham, Dadds & Terry, 1995).  
 
Eligibility for some financial support for carers – the Carer Allowance – previously 
relied on co-residency. The finding presented by the HIV sample in particular, is such 
that in some situations, the role of carers who do not reside with the care recipient 
needs to be appropriately acknowledged and supported.  The co-residency criteria was 
recently removed in the 2004 Federal Budget and subsequent legislation became 
effective on September 1, 2004. This decision extends eligibility for the Carer 
Allowance to an estimated additional 13,000 non-resident carers. The results from this 
study support this recent initiative as the contribution of non-resident carers in 
providing support is not insignificant. 
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Table 2.3 – Caring Context across Carer Illness/Disability Groups 
 
 MS CF Stroke ABI HIV Dementia Intellectual Disability 
Dev. 
Disability
Other 
Medical
Neuro./ 
Psych. 
Physical 
Disability
Total 
Sample 
 (n=493) (n=78) (n=98) (n=118) (n=63) (n=98) (n=56) (n=41) (n=31) (n=35) (n=24) (n=1135)
Months Supporting Care 
Recipient             
F(10,1124)=15.34, p=.000             
   Minimum (Months) 1 3 5 3 1 5 6 38 2 9 6 1 
   Maximum (Years) 40.00 40.00 43.00 36.50 15.00 20.25 42.00 42.00 30.00 26.42 54.00 54.00 
   Mean (Years) 8.10abc 8.97d 5.42e 7.14f 3.26aghi 4.23bjkl 15.73cdefgjm 11.26hk 6.67m 10.13 13.08il 7.85 
   SD (Years) 7.71 7.46 5.62 7.41 3.29 4.02 10.21 7.16 8.27 7.12 12.02 7.76 
 MS CF Stroke ABI HIV Dementia Intellectual Disability 
Dev. 
Disability 
Other 
Medical 
Neuro./ 
Psych. 
Physical 
Disability 
Total 
Sample 
 (n=477) (n=79) (n=99) (n=118) (n=64) (n=98) (n=56) (n=41) (n=31) (n=36) (n=24) (n=1123) 
Relationship to Care 
Recipient 
χ2(50) =1002.09,p<.000 
            
   Spouse/partner 86.20% 15.20% 81.80% 36.40% 50.00% 39.80% 5.40% 4.90% 35.50% 50.00% 12.50% 58.30% 
   Parent 5.50% 68.40% 3.0% 52.50% 15.60% 4.10% 78.60% 80.50% 9.70% 27.80% 58.30% 23.40% 
   Sibling 1.00% 0.00% 12.10% 6.80% 0.00% 4.10% 1.80% 0.00% 0.00% 0.00% 4.20% 2.80% 
   Child 3.40% 1.30% 1.00% 0.00% 0.00% 41.80% 8.90% 9.80% 38.70% 11.10% 20.80% 7.90% 
   Friend 4.00% 1.30% 2.00% 4.20% 34.40% 5.10% 3.60% 0.00% 3.20% 8.30% 0.00% 5.30% 
   Extended family 0.00% 13.90% 0.00% 0.00% 0.00% 5.10% 1.80% 4.90% 12.90% 2.80% 4.20% 2.20% 
Lives with Care Recipient 
χ2(10) = 67.14, p<.000             
   Yes 90.40% 88.60% 79.60% 72.90% 60.30% 82.80% 91.10% 95.10% 80.60% 94.40% 91.30% 85.20% 
   No 9.60% 11.40% 20.40% 27.10% 39.70% 17.20% 8.90% 4.90% 19.40% 5.60% 8.70% 14.80% 
Note. Means having the same subscripts (a,b,c,d,e,f,g,h,i,j,k,l) are significantly different from each other using the Scheffe procedure at p<.05. 
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Coping Strategies 
In Chapter 1 two types of coping strategies were identified; (1) problem solving 
coping which included cognitive, behavioural and interpersonal strategies that involve 
facing the problem and attempts to change or resolve it (e.g., ‘made a plan of action’ 
and ‘got professional help’); (2) avoidance coping which included cognitive or 
behavioural avoidance strategies (e.g., ‘hoped a miracle would happen’ and ‘refused 
to believe it happened’).   The mean scores for problem solving and avoidance coping 
for each carer illness/disability group are summarised in Table 2.4. Carers of people 
with CF and carers of people with MS (Victoria/Western Australia MS carer 
subsample 1) did not complete the WOC and were, therefore, excluded from analyses 
on the coping data.  
 
Carers of people with MS (subsample 2) reported using problem solving coping the 
least (M=16.43) and carers of people with a developmental disability reported using 
problem-solving coping the most (M=25.71). Carers of people with a physical 
disability reported using avoidance coping the least (M=8.42) and carers of people 
with HIV reported using avoidance the most (M= 11.96). 
 
Analyses showed that the carer groups differed significantly on problem solving 
coping, but not avoidance coping4.  Carers of people with MS reported using problem 
solving coping significantly less than carers of people with ABI, dementia, 
intellectual and developmental disability.  
 
The differences among carer groups on the use of problem solving coping strategies 
suggest that compared to people with MS, carers of people with ABI, dementia, 
intellectual or developmental disability are faced with caring demands that are more 
amenable to problem solving.  In contrast, carer groups do not differ on the use of 
avoidance coping strategies, therefore, all carers tend to rely on this style of coping to 
a similar extent regardless of the illness or disability of the care recipient.  
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Distress 
 
Clinical Distress  
In order to explore levels of clinically significant psychological distress, carer scores 
were compared to age and gender appropriate norms (Derogatis, & Spencer, 1982).  
Refer to Chapter 1 for a more detailed description of the distress measure.  Total 
distress scores were converted to General Severity Index Scores which were then 
compared to norms.  An individual is considered to have clinically significant levels 
of distress if he/she has a Global Severity Index T-score greater than or equal to 63 
(i.e., a Global Severity Index z-score greater than or equal to the 90th percentile such 
that 90% of people would have a lower score) (Derogatis, & Spencer, 1982).  
Notably, one quarter of the total sample of carers reported clinically significant 
distress at both Times 1 and 2.  Of the total sample of carers, the proportions of 
women who were found to be clinically distressed at Times 1 and 2 were slightly 
higher than the proportions of men; 20% of all male carers (at Times 1 and 2) and 
29% (Time 1) and 28% (Time 2) of all female carers.  These findings suggest that 
compared to males, female carers may be more at risk of experiencing distress in their 
caring role. 
 
The percentage of carers in each carer group who reported clinically significant levels 
of distress is presented in Table 2.5.  The proportion of carers in each carer group who 
reported clinically significant levels of distress at Times 1 and 2 are summarised in a 
graph in Figure 2.3. Those carer groups with the highest percentage (>30%) of carers 
who were clinically distressed at Time 1 were carers of people with developmental 
disabilities (46%), neurological/psychological conditions (43%), intellectual 
disabilities (40%), ABI (37%) and dementia (32%).  These same groups also had the 
highest percentage of carers who were clinically distressed at Time 2.  However, 
although a similar pattern emerged at Time 2, there was one noteworthy deviation; a 
high percentage (41%) of carers in the “other medical conditions” group reported 
clinically significant levels of distress at Time 2, but not at Time 1.  In the case of 
carers of people with a developmental disability, almost one half (46%) were 
identified as clinically distressed at Time 1, although this decreased to one quarter 
(26%) at Time 2.  
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Regarding some of the gender findings concerning clinically significant distress 
across carer groups, over a third of female carers of people with ABI and 
neurological/psychiatric conditions, intellectual disabilities, dementia and 
developmental disabilities reported clinically significant distress at Time 1 and over a 
third of female carers of people with intellectual disability, dementia and medical 
conditions reported clinical distress at Time 2.  It is also important to note that 60% of 
male carers of a person with a neurological/psychiatric condition at Time 1 and 50% 
at Time 2 reported clinical distress. In addition, approximately a third of male carers 
of people with a developmental disability or dementia met the criteria for clinical 
distress at Times 1 and 2.  Although gender does appear to have some mediating 
effect on distress, caring for a person with a developmental disability, neurological or 
mental disorder or dementia appears to be associated with significant distress for 
carers of both genders.  It is noteworthy that these conditions (which are also 
associated with higher rates of distress at Time 1) tend to produce 
behavioural/personality disturbances in the care recipient. It would appear that 
interventions specifically targeted to reduce distress in these groups are therefore 
required. 
 
Anxiety, Depression, Somatisation and Global Distress 
Refer to Chapter 1 for a more detailed description of the distress subscales.  5Data 
from the analyses that examined differences among the carer groups on each of the 
carer subscales at Times 1 and 2 are summarised in Table 2.6.  These analyses 
indicated that although the carer illness/disability groups differed on global distress 
and subscale scores at Time 1, they did not differ on these scores at Time 2. One 
possible reason for why differences similar to those at Time 1 did not emerge at Time 
2 is that the ABI carer group, which showed a high level of distress, was not included 
in Time 2 data collection. 
 
Regarding Time 1 global distress, carers of people with ABI, dementia and 
developmental disabilities reported significantly higher distress than carers of people 
with MS.  Carers of people with ABI and developmental disabilities reported 
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significantly higher distress than carers of people with CF and carers of people who 
had experienced a stroke.  
 
With respect to Time 1 somatization, carers of people with ABI and carers of people 
with developmental disabilities reported significantly higher levels of somatization 
than carers of people with MS. Carers of people with developmental disabilities also 
reported significantly higher levels of somatization than carers of people with HIV.  
 
Carers of people with ABI and HIV reported significantly higher levels of depression 
than carers of people with MS. Carers of people with ABI reported significantly 
higher levels of depression than carers of people with CF and stroke.  
 
Carers of a people with ABI and carers of people with neurological/psychiatric 
conditions reported significantly higher levels of anxiety than did carers of people 
with MS. Carers of people with CF reported significantly lower levels of anxiety than 
carers of people with stroke, developmental disability and neurological/psychological 
conditions. Carers of people with ABI reported greater levels of anxiety than carers of 
people who had experienced a stroke. 
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Table 2.4 – Means and Standard Deviations (in parentheses) for Coping 
 
 MS CF Stroke ABI HIV Dementia Intellectual Disability 
Dev. 
Disability
Other 
Medical 
Neuro./ 
Psych. 
Physical 
Disability F
a η2 
 (n=63) (n=0) (n=88) (n=107) (n=48) (n=95) (n=55) (n=41) (n=31) (n=36) (n=24)   
Coping              
  Problem-Solving 16.43abcd 
(8.09) - 
21.33 
(9.99) 
23.10a 
(8.65) 
18.02 
(7.37) 
23.33b 
(8.66) 
24.00c 
(8.46) 
25.71d 
(8.75) 
23.13 
(8.37) 
21.19 
(7.37) 
22.38 
(10.71) 5.70*** .08 
  Escape/Submission 10.41 
(5.00) - 
8.83 
(5.67) 
9.93 
(5.66) 
11.96 
(4.93) 
9.99 
(5.92) 
9.56 
(5.72) 
11.63 
(6.32) 
9.29 
(5.72) 
11.33 
(5.28) 
8.42 
(5.62) 2.02
t .03 
Note. Means having the same subscripts (a,b,c,d) are significantly different from each other using the Scheffe procedure at p<.01.  
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Table 2.5 – Percentage of Carers who reported Clinically Significant Levels of Distress at Time 1 and Time 2 
 
 Time 1  Time 2 
Carer Group Males 
% (n) 
Females 
% (n) 
Total 
% (n)  
Males 
% (n) 
Females 
% (n) 
Total 
% (n) 
MS  18.00 
(n=289) 
21.60 
(n=167) 
19.46 
(n=456)  
18.60 
(n=102) 
23.20 
(n=56) 
20.23 
(n=158) 
CF 20.00 
(n=45) 
6.20 
(n=32) 
14.18 
(n=77)  
- 
(n=0) 
- 
(n=0) 
- 
(n=0) 
Stroke 11.50 
(n=26) 
21.70 
(n=69) 
19.04 
(n=95)  
6.20 
(n=16) 
19.40 
(n=31) 
14.91 
(n=47) 
ABI 27.80 
(n=18) 
39.40 
(n=99) 
37.31 
(n=117)  
- 
(n=0) 
0.00 
(n=2) 
0.00 
(n=2) 
HIV 29.40 
(n=34) 
10.00 
(n=20) 
22.96 
(n=54)  
15.80 
(n=19) 
22.20 
(n=90 
17.86 
(n=28) 
Dementia 31.20 
(n=16) 
32.10 
(n=78) 
31.83 
(n=94)  
30.80 
(n=13) 
30.80 
(n=65) 
30.79 
(n=78) 
Intellectual Disability 0.00 
(n=3) 
42.30 
(n=52) 
40.00 
(n=55)  
0.00 
(n=2) 
34.10 
(n=41) 
32.51 
(n=43) 
Developmental Disability 33.33 
(n=3) 
47.40 
(n=38) 
46.37 
(n=41)  
33.33 
(n=3) 
25.00 
(n=28) 
25.81 
(n=31) 
Other Medical 0.00 
(n=1) 
20.70 
(n=29) 
20.00 
(n=30)  
0.00 
(n=1) 
42.90 
(n=21) 
40.95 
(n=22) 
Neurological/Psychiatric 60.00 
(n=10) 
36.00 
(n=25) 
42.86 
(n=35)  
50.00 
(n=6) 
25.00 
(n=20) 
30.77 
(n=26) 
Physical Disability 0.00 
(n=5) 
10.50 
(n=19) 
8.33 
(n=24)  
20.00 
(n=5) 
25.00 
(n=16) 
23.81 
(n=21) 
Total Carer Sample 20.20 
(n=450) 
28.80 
(n=632) 
25.87 
(n=1082)  
19.60 
(n=168) 
27.80 
(n=291) 
24.80 
(n=459) 
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Figure 2.3 – The Percentage of Carers in Each Carer Group who Reported Clinically Significant Distress at Times 1 and 2 
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Table 2.6 – Means and Standard Deviations (in parentheses) for Times 1 and 2 Somatization, Depression, Anxiety, and Global Distress 
  
 MS CF Stroke ABI HIV Dementia Intellectual Disability 
Dev. 
Disability
Other 
Medical
Neuro./ 
Psych. 
Physical 
Disability F
b η2 
 (n=459) (n=78) (n=95) (n=117) (n=55) (n=94) (n=55) (n=41) (n=31) (n=35) (n=24)   
T1 Distressa              
   T1 Somatization 2.67ab 
(3.79) 
2.97 
(4.00) 
3.29 
(4.17) 
4.90a 
(5.18) 
2.80c 
(3.71) 
4.56 
(4.84) 
5.02 
(5.09) 
6.83bc 
(5.76) 
4.32 
(4.39) 
5.51 
(5.21) 
3.96 
(4.50) 7.64*** .07 
   T1 Depression 4.01ab 
(4.80) 
3.87c 
(4.31) 
4.11d 
(4.19) 
6.90acd 
(5.47) 
4.61b 
(4.89) 
6.51 
(6.28) 
6.60 
(6.07) 
8.73 
(7.37) 
4.71 
(5.88) 
7.57 
(6.68) 
4.54 
(5.51) 8.05*** .07 
   T1 Anxiety 3.97ab 
(4.62) 
3.65cde 
(4.62) 
4.03cf 
(4.13) 
6.85af 
(5.43) 
4.37 
(4.15) 
6.03 
(5.58) 
6.40 
(5.64) 
7.83d 
(6.18) 
4.32 
(4.05) 
8.37be 
(6.20) 
5.13 
(5.67) 8.79*** .08 
   T1 Global Distress .59abc 
(.66) 
0.58de 
(0.54) 
0.63fg 
(0.60) 
1.04adf 
(0.78) 
.65 
(.61) 
.95b 
(.85) 
1.00 
(.84) 
1.19ceg 
(0.91) 
0.74 
(0.69) 
1.19 
(0.91) 
0.76 
(0.83) 10.10***  
 MS CF Stroke ABI HIV Dementia Intellectual Disability 
Dev. 
Disability 
Other 
Medical 
Neuro./ 
Psych. 
Physical 
Disability F
d η2 
 (n=160) - (n=47) - (n=49) (n=80) (n=44) (n=31) (n=23) (n=26) (n=22)   
T2 Distressc              
   T2 Somatization 2.77 
(3.66) - 
2.55 
(3.49) - 
2.14 
(3.40) 
4.82 
(4.61) 
5.02 
(4.69) 
4.48 
(3.86) 
5.39 
(5.15) 
5.77 
(4.85) 
5.29 
(6.29) 4.82*** .08 
   T2 Depression 4.28 
(4.61) - 
3.96 
(4.57) - 
4.11 
(5.32) 
5.99 
(5.92) 
5.67 
(5.73) 
5.32 
(5.01) 
5.22 
(5.67) 
6.04 
(6.14) 
4.05 
(5.16) 1.36 .02 
   T2 Anxiety 4.18 
(4.29) - 
3.23 
(3.87) - 
2.75 
(3.13) 
5.36 
(4.94) 
6.14 
(5.37) 
5.55 
(4.99) 
5.91 
(5.63) 
6.31 
(6.73) 
5.05 
(5.95) 2.73** .05 
   T2 Global Distress .62 
(.63) - 
.54 
(.58) - 
.50 
(.60) 
.90 
(.75) 
.94 
(.77) 
.85 
(.69) 
.92 
(.79) 
1.01 
(.92) 
.80 
(.93) 3.08**  
Note Means having the same subscripts (a,b,c,d,e,f) are significantly different from each other using the Dunnett T3 procedure at p<.01.  
aWilks’ =.90, F(30, 3141.34) = 3.96, p=.000, η2 = .04. bDegrees of freedom are 10, 1072. c Wilks’ =.89, F(24, 1294.14) = 2.22, p=.001., η2 = .04 .dDegrees of Freedom are 8, 
448. 
 tp<.05; *p<.01; **p<.001; ***p<.0001  
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Changes in Distress from Time 1 to Time 2  
Changes in global distress from Time 1 to Time 2 did not differ across the carer 
groups6. Similarly changes in somatisation, depression and anxiety from Time 1 to 
Time 2 did not differ across the carer groups7.  In addition, analyses revealed that 
distress did not change from Time 1 to Time 2 for the sample as a whole. One 
explanation for this finding is that the interval between Times 1 and 2 was too short (3 
to 6 months) to observe changes in distress.  Three to six months is a relatively short 
period in view of the long-term chronic caring demands that most carers are faced 
with.  
 
It should be noted that although the above statistical analyses suggest that changes in 
distress within individuals over a 3 - 6 month interval do not differ according to carer 
groups, the clinical distress data (see Table 2.5 and Figure 2.3) suggests that there are 
marked differences between some groups regarding changes in the percentage of 
people who reported clinical distress.  According to the clinical distress data, although 
the percentage of people who reported clinical distress remained fairly stable in the 
short-term for most groups, two groups evidenced an increase in the percentage of 
people who reported clinical distress from Time 1 to Time 2.   Specifically, the 
percentage of carers in the “other” medical conditions and physical disability groups 
who reported clinical distress doubled from Time 1 to Time 2.  There was also a small 
increase in the percentage of carers who reported clinical distress at Time 2 in the MS 
carer group. 
 
Changes in distress from Time 1 to Time 2 were further examined by conducting 
paired T-tests on Times 1 and 2 global distress scores within each carer group.   
Figure 2.4 summarises the mean Time 1 and Time 2 global distress scores for each 
group. Only carers in the developmental disability group evidenced a significant 
change in distress.  Specifically, carers of a person with a developmental disability 
reported significantly lower levels of distress at Time 2 compared with Time 1.  As 
indicated in Figure 2.4 the mean global distress scores for each of the other carer 
groups remained fairly stable over the short 3 – 6 months interval.  
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The finding that 25% of the total carer sample reported clinically significant levels of 
distress at both Times 1 and 2 indicates that about a quarter of carers are at risk for 
mental health problems.  Results suggest that some groups of carers are more at risk 
for psychological distress and that some carer groups are more likely to become 
clinically distressed overtime.  It is important to note that somatic, depression and 
anxiety symptoms were prominent for all carers, although most carer groups reported 
elevated levels of depression. In addition, elevated levels of anxiety were apparent for 
some carer groups.  It would appear that providing care for care recipients with 
certain illnesses/disabilities places the carer at risk for experiencing particular distress 
symptoms. Service planning should consider interventions which specifically target 
at-risk groups of carers, such as carers of people with developmental disabilities, 
neurological/psychological conditions, ABI, dementia and intellectual disabilities. 
 
Figure 2.4 – Mean Levels of Global Distress at Times 1 and 2 (** p<.001) 
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Summary 
 
Overview of Key Characteristics of the Total Carer Sample 
 
Biographical and Carer Context Characteristics of the Total Sample. The following 
provides a summary profile of the biographical and carer context characteristics of the 
total carer sample.  The characteristics of the total sample are in most respects similar 
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to those of the Australian Bureau of Statistics (2003) carer sample. The total sample 
used in this Report may, therefore, be considered representative of carers in Australia 
 
 Age: mean age = 52.37 years; range 11 to 99 years 
 Gender: 58% percent female and 42% male 
 Income: half of all carers earned under $20,000 a year 
 Marital Status: 79% married or had a partner 
 Remoteness: 80% lived in highly accessible and 15% moderately accessible 
areas 
 Duration of Caring: mean duration of caring =  7.85 years; range 1 month to 
54 years 
 Carer-Care Receiver Relationship: 58% spouse/partner, 23% parent, 18% 
sibling, offspring, friend, or extended family 
 Carer-Care Recipient Co-residency. 85% of carers co-resided with their care 
recipient 
 
Levels of Distress in the Total Sample.  One quarter of the total sample of carers 
reported clinically significant distress at both Times 1 and 2.  Of the total sample of 
carers, the proportions of women who were found to be clinically distressed at Times 
1 and 2 were slightly higher than the proportions of men (Time 1: 20% male, 29% 
female; Times 2: 20% male, 28% female).   
 
Summary of the Effects of Carer Groups 
 
The results presented in this Chapter indicate that carer illness/disability groups differ 
on all biographics (age, gender, income and marital status) except remoteness, and 
caring context (duration of caring, relationship to carer and whether the carer lives 
with the care receiver), coping and distress variables.  These associations are 
summarised in Figure 2.5.  
 
Relations Between Carer Group and Biographics: 
 Carers of a person who had experienced a stroke and carers of a person with 
dementia were on average the oldest groups of carers.  
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 The youngest groups of carers were those supporting a person with a 
developmental disability and carers of a person with HIV. 
 Most carer groups consisted of predominantly female carers with the exception 
of MS, CF and HIV carer groups where the majority of carers were male.  
 Almost 50% of carers of a person with dementia (who have an average age of 
59) earned less than $10,000/year. 
 The majority of carers of a person with MS, CF, stroke, ABI, dementia, 
intellectual disability, developmental disability, other medical condition, a 
neurological/psychiatric condition and a physical disability were married, while a 
quarter of carers of a person with an intellectual or developmental disability were 
divorced or separated. The majority of carers of a person with HIV had never 
married.  
 
The lack of an association between geographical region and carer illness/group may 
be due to sampling biases, as only .50% of the integrated carer sample lived in remote 
and very remote areas.  Thus, it is difficult to assess whether certain carer groups vary 
with regards to the number of carers living in highly accessible through to remote 
regions. Further research is needed to explore potential differences in geographical 
region among carer disability/illness groups. 
 
Relations Between Carer Group and Caring Context: 
 Carers of an individual with an intellectual disability had cared for their care 
recipient for the longest time and carers of a person with HIV cared for their care 
recipient for the shortest time.  
 Carers of a person with MS and stroke tended to be a spouse/partner; carers of a 
person with CF, intellectual disability and developmental disability were mostly 
parents.  
 Most carers lived with their care recipient and the group of carers of a person 
with a developmental disability had the greatest percentage of carers living with 
their care recipient. 
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Relations Between Carer Group and Coping 
Carer groups differed on problem-solving coping but not on avoidance coping.  
Carers of people with MS relied less on problem solving coping than carers of people 
with ABI, dementia, intellectual and developmental disability.  
 
Relations Between Carer Group and Distress 
At Time 1, carer groups differed on global distress and the three subscales of distress. 
Carers of a person with a developmental disability and carers of a person with a 
neurological/psychiatric condition reported the highest global distress on average. 
Although a similar pattern was found at Time 2, associations between carer 
illness/disability groups failed to reach significance.  This suggests that overtime 
differences in distress according to the care recipient’s condition may dissipate.  This 
may be related to fact that there is considerable variability in the courses of the care 
recipient’s illnesses and disabilities conditions represented in the sample.   
 
Carer illness/disability group was related to all variables shown in Figure 2.5 except 
geographical location.  In Chapter 5 we find that carer illness/disability group is also 
related to amount of time spent on caring tasks. This pattern of associations 
underscores the importance of the nature of the care receiver’s condition in shaping 
numerous caring parameters.  The care recipient’s condition defines the caring role 
for the carer. 
 
Recommendations 
Recommendations arising from findings presented in this Chapter include: 
 
 Service planning and policy development take into account caring across the 
lifespan and the unique strains and stressors carers experience (e.g., paid work, 
and parental responsibilities) at their various stages of life. 
 Given the particular vulnerabilities of young carers, more research is required 
to clearly delineate the needs of this group (e.g., higher proportion of men 
caring for a person with MS). 
 Service planning and policy development take into account the varying gender 
mix across the care recipient illness/disability groups.  
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 Community education and awareness programmes that encourage males to 
take on a caring role. 
 Services address marital and parental stress issues of carers of people with a 
developmental disability and an intellectual disability given their apparent 
heightened risk for relationship breakdowns. 
 Services attempt to potentiate support from carer-partner relationships by 
including partners in the rehabilitation and/or treatment of care recipients 
where possible.  Services should also refer carer-partner dyads for more 
specialised support where necessary. 
 More research concerning accessibility and remoteness is necessary but 
findings suggest that the provision of more service points in rural and regional 
areas would allow carers to remain in their local communities. 
 Services should consider duration of caring in context to disability type in 
order to effectively target carer groups who require either additional early 
intervention or increased long-term follow up support.   
 Services need to consider, and begin planning for, the transition of care to 
accommodate age and life stage issues for both carer and care recipients. This 
is particularly important when the person with the disability/illness is likely to 
outlive their carer, or when the illness/disability is degenerative and likely to 
result in the need for high level care.  
 Given the majority of carers reside with the person they support, there is an 
obvious need for services that provide the carer with respite opportunities and 
additional support with household demands and a range of caring tasks.  
 Socio-economic factors need to be addressed regarding eligibility criteria and 
service accessibility. Specifically, income status is unlikely to be a good 
criteria for eligibility as carers categorization of income is highly variable and 
their caring expense base also has wide variation depending on a range of 
disability and medical treatment needs, pre-existing financial commitments, 
long-term carer needs, level of emotional burden, respite support, and daily 
living expenses relative to geographical and socio economic status. As such 
eligibility should be more broadly assessed taking into consideration these 
additional factors in making carer support services available. Furthermore 
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additional financial support packages should be considered based on these 
needs rather than income status alone. 
 Given the high number of co-resident adult children providing support to 
people who require assistance, this carer population would benefit from 
guidelines surrounding housing arrangements and associated legal issues. 
 Research, intervention and self help resources to relieve and prevent clinically 
significant levels of distress in those carers at elevated risk of distress 
including carers of people with developmental disabilities, 
neurological/psychological conditions, intellectual disabilities, ABI and 
dementia.  
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Figure 2.5.  Summary of Relations between Carer Illness/disability Group and Biographics, Caring Context, Coping and Distress 
 
CARE RECIPIENT
ILLNESS / DISABILITY
MS
CF
Stroke
ABI
HIV
Demintia
Intellectual disability
Development disability
Other medical
Neruo/Psychi
Physical Disability
INCOME
< $10,000
$10,001 - $20,000
$20,001 - $30,000
$30,001- $50,000
> $50,000
REMOTENESS
Accessibility / 
Remoteness
Index of Australia
MARITAL 
STATUS
never married
married/partner
divorced/separated
widowed
AGE
Years
GENDER
Male / Female
CARE TASKS
IADL
ADL
Psychosocial
DURATION OF CARING
Years
RELATIONSHIP TO 
CARE-RECIPIENT
Spouse/Partner
Parent
Sibling
Offspring
Friend/Other
Extended family
LIVES WITH CARE-
RECIPIENT
Yes / No
COPING
Problem-solving
Avoidance
DISTRESS
Time 1
Depression
Anxiety
Somatisation
Global distress
DISTRESS
Time 2
Depression
Anxiety
Somatisation
Global distress
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Chapter 2 Notes 
 
1ANOVA (carer illness/disability groups x age); age was normally distributed, however the 
homogeneity of variance assumption was not met for the carer groups (Levene’s Test of 
Equality of Error Variance = 1.85, p=.05). Post Hoc analyses were conducted assuming non-
equal variances hence, a Dunnett T3 test was employed. 
 
2The continuous remoteness variable was skewed. Logarithmic transformations of the 
continuous remoteness variable did not alter the substantive interpretation of the results and 
thus, analyses of the original data are reported. The continuous remoteness data were 
subjected to a One-way Analysis of Variance. Levene’s test of homogeneity of variances 
demonstrated equality of variances for the carer groups. An ANOVA demonstrated that there 
were no significant differences between the carer groups on remoteness, F(9.623) = .70, 
p=.71.  Due to the non-normal distribution of the continuous remoteness variable a second 
analysis was performed on this data; an analysis of the difference between the carer groups’ 
medians on the remoteness score (0-12) was conducted using a Kruskal-Wallis test. This 
analysis showed no significant difference between the groups on remoteness, χ2(9) = 14.44, 
p=.11 and, thus, confirmed the results of the ANOVA performed on the same data. 
 
3A chi square test was conducted to examine the differences across carer groups using the 
categorical remoteness variable. However, because some of the 5 remoteness categories 
(Highly accessible, accessible, moderately accessible, remote and very remote) had small cell 
sizes, remoteness categories were collapsed into two categories. The first category was 
‘highly accessible’ and the second category was ‘less accessible’ (accessible through to very 
remote). The chi square test indicated that remoteness did not differ significantly across the 
carer groups, χ2(8)=16.45, p=.04. 
 
4A MANOVA showed an overall difference in the coping strategies used by different carer 
groups. Univariate F tests showed that the groups differed significantly on problem solving 
coping F(9,578) = 5.70, p = .000, η2 = .08, but not avoidance coping (F(9, 578) = 2.02, p = 
.04, η2 = .03).  
 
5MANOVAs, univariate F tests with follow-up post hoc Dunnett T3 tests for unequal 
variances were used to examine differences among the carer groups on each of the distress 
subscales at Times 1 and 2. Two ANOVAs with follow-up post hoc Dunnett T3 tests were 
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used to examine differences among the carer groups on the global distress score at Times 1 
and 2.  Somatization, depression, anxiety and global distress data were positively skewed. 
Square root transformations were conducted on the data. Transformation of the data did not 
alter the substantive interpretation of the data and therefore the analyses conducted on the 
original data will be reported. 
 
6The relationship of carer illness/disability group with the change in global distress overtime 
was examined with carer group as the between groups factor and global distress as the within 
subjects factor. A mixed between-within-subjects ANOVA revealed that there was no 
significant interaction between carer group and the change in global distress from Time 1 to 
Time 2 (F(8,438) = 1.79, p=.08, η2 = .03).   
 
7In order to examine whether changes from Time 1 to Time 2 on distress subscale 
(somatization, depression and anxiety) scores differed across carer groups, a repeated 
measures MANOVA was conducted on the Time1 and Time 2 data. Carer group was the 
between subjects factor and there were three within subjects factors: somatization, depression 
and anxiety measured at Times 1 and 2. At the multivariate level, the carer group by distress 
interaction was not significant, Wilks’ = .92, F(24,1265) = 1.46, p=.07, η2 = .03.   
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CHAPTER 3 
 
The Effects of Biographics 
 
In this Chapter we examine relations between carer biographics and caring context, 
coping and distress. 
 
We (daughters and I) are proud that we have maintained a ‘normal 
lifestyle’ on a shoestring budget whilst living with MS. The only 
trouble is that the shoestring is getting thinner both economically, 
emotionally and physically as the MS gets worse. Also, there is only 
so much a carer can do in one day. Often it can take 2 people to do one 
job. (quote from a carer of a partner with MS) 
 
This chapter examines carer biographics in more depth.  We showed in Chapter 2 that 
all the biographic variables except remoteness were related to carer illness/disability 
group.  The focus of this chapter is the relationship between biographics and caring 
context, coping and distress.  This chapter further builds the socio-demographic 
profile of the carers in the integrated data base. 
 
Caring Context 
 
Duration of Caring 
Data concerning the analyses used to examine the relationships between biographics 
and duration of caring are summarised in Table 3.1. Throughout the chapter the 
duration of caring is presented in months. 
 
Age.  Age was positively correlated with the duration of caring, such that older carers 
had been caring for their care recipient for a longer period of time. This suggests that 
the caring role is often of an enduring nature. Carers typically have long-term roles, 
often without making an initial conscious choice to embrace the role, nor aware of the 
longevity of the task. As such the positive correlation between carer age and duration 
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of care underscores the longevity of carer roles and the potential well being issues 
both initially and over the long-term. 
 
Gender. Female carers and male carers did not differ significantly on the duration of 
caring1. This finding suggests that whilst it is acknowledged there were slightly more 
females than males participating in the study, the implications in terms of duration 
remain similar among the sexes. That is, on average, men and women provide care for 
similar lengths of time. 
 
Income. Duration of caring did not significantly differ as a function of annual income, 
suggesting that duration of care did not necessarily reflect any particular income 
classification strata2.  This finding suggests that the financial burden experienced by 
carers remains fairly consistent over the time they provide care. 
 
Marital Status.  As indicated in Table 3.1 carers who were divorced, separated or 
widowed reported caring for their care receiver for the longest period of time 
followed by carers who were married or had a partner and carers who never married. 
The duration of caring differed significantly across marital status groups.  Carers who 
were married, divorced, separated or widowed cared for their care recipient for a 
significantly longer period of time than carers who were not married. This suggests 
that single, unmarried carers are likely to have lower duration of care experiences, 
whereas carers whether married, separated, divorced or widowed are likely to 
encounter greater periods in the carer role. For those carers no longer married, the loss 
of a partner may represent a reduction in available social support and, thus, carer 
support for this population in context to increased timeframes for carer roles should 
be considered. The association between duration of care and relationship breakdown 
(e.g., separation and divorce) is consistent with other carer research which also 
suggests a link between relationship strain and caring.  Thus, marital support could be 
a specific area of service offered to carers. 
 
Remoteness.  The correlation between remoteness and duration of caring was not 
significant, indicating that these two variables were unrelated3. That is, whether carers 
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lived in urban, regional or remote areas had no relationship with the length of time 
they had provided care. 
 
Table 3.1 – Biographics and Duration of Caring 
 
 Months 
Caring 
   
 r    
Age (n=1137)        .23***    
Remoteness (n=194) -.01    
 Mean SD Degrees of Freedom F
a 
Gender   1,1134 .00 
   Male (n=474) 94.37 92.05   
   Female (n=663) 94.19 93.75   
Income   5,1071 2.47t 
   No income (n=61) 97.82 88.93   
   $1-10,000/year (n=216) 102.41 101.28   
   $10,001-20,000/year (n=267) 108.06 108.94   
   $20,001-30,000/year (n=178) 90.88 89.77   
   $30,001-50,000/year (n=189) 83.35 80.74   
   $50,001+/year (n=167) 83.83 70.21   
Marital Status   2,1101 13.05*** 
   Never married (n=94) 53.20ab 59.12   
   Married/Partner (n=872) 96.44a 92.83   
   Divorced/Separated/Widowed (n=139) 115.46b 108.50   
     
 tp<.05; *p<.01; **p<.001; ***p<.0001 
 
Relationship to Care Recipient 
 
Data concerning analyses used to examine associations between biographics and the 
relationship to the care recipient are presented in Table 3.2.  
 
Age. Carer age differed significantly as a function of the carer’s relationship to the 
care recipient4.  As would be expected, offspring carers were significantly younger 
than carers who were the care recipients’ partner or spouse.  
 
Gender. Carer gender was related to the relationship of the carer to the care recipient5. 
The majority of carers supporting a partner or spouse were male showing a high 
frequency of males embracing the carer role when their partner has an 
illness/disability. This is in contrast to those carers supporting parents, siblings, 
offspring, friends and extended family members where the majority were female; 
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more than three quarters of parents, siblings, offspring and extended family members 
were female. 
 
Income.  Carers’ income did not differ as a function of their relationship to their care 
recipient6. 
 
Marital Status. The relationship between marital status and relationship to care 
receiver was significant7.  This finding indicates that marital status varied as a 
function of the nature of the relationship between carer and care receiver.  However, 
this finding should be tempered by the potential confounding of intrinsic links 
between some marital status categories and the relationship categories (e.g., 
married/partner and partner/spouse). A notable proportion of partners (91%), parents 
(72%), siblings (71%), children (50.60%) and extended family members (48%) were 
married.  It should be noted that being married has been shown to have a protective 
stress-buffering effect and, as suggested before, may be an important consideration in 
the caring context.  Carers who were friends differed from the other relationship 
categories in that there was a more even spread across the marital status categories; 
married/partner (30%), divorced/separated/widowed (33%) and never married (37%).  
 
Remoteness. Remoteness did not vary as a function of the relationship of the carer to 
the care recipient8.  
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Table 3.2 – Biographics and Relationship to Care Recipient 
 
 Partner/Spouse Parent Sibling Child Friend Extended Family Total 
 (n=657) (n=263) (n=31) (n=88) (n=59) (n=25) (n=1123) 
Age    F(5,1117)=5.63, p=.000        
   Minimum 19 22 25 16 20 11 11 
   Maximum 99 88 72 65 99 71 99 
   Mean 53.78a 52.11 51.00 47.23a 49.00 47.72 52.41 
   SD 13.29 12.78 12.47 11.60 16.90 11.77 13.34 
Gender (n=1123)   χ2 (5) = 135.06, p=.000        
   Male  55.20% 20.90% 6.50% 18.20% 41.70% 14.00% 41.50% 
   Female  44.80% 79.10% 93.50% 81.80% 58.30% 76.00% 58.50% 
Income (n=1063)   χ2 (25) = 43.29, p<.05        
   No income 3.90% 8.90% 3.30% 10.60% 6.80% 4.00% 5.70% 
   $1-10,000/year  18.30% 18.10% 20.00% 31.80% 22.00% 28.00% 19.80% 
   $10,001-20,000/year  23.50% 26.60% 26.70% 24.70% 28.80% 32.00% 24.90% 
   $20,001-30,000/year  16.10% 17.70% 16.70% 11.80% 20.30% 24.00% 16.60% 
   $30,001-50,000/year  19.00% 15.70% 20.00% 14.10% 15.30% 4.00% 17.30% 
   $50,001+/year  19.20% 12.90% 13.30% 7.10% 6.80% 8.00% 15.60% 
Marital Status (n=1125)  χ2 (10)= 261.60, p=.000        
   Never married  4.60% 3.80% 9.70% 28.10% 36.70% 24.00% 8.50% 
   Married/Partner  91.20% 71.90% 71.00% 50.60% 30.00% 48.00% 78.70% 
   Divorced/Separated/Widowed  4.30% 24.30% 19.40% 21.30% 33.30% 28.00% 12.80% 
 Partner/Spouse Parent Sibling Child Friend Extended Family Total 
 (n=172) (n=10) (n=3) (n=9) (n=6) (n=0) (n=200) 
Remoteness    F(5, 627) = .32, p=.90        
   Minimum 0.00 0.00 0.00 0.00 0.00 - 0.00 
   Maximum 10.75 3.31 9.00 2.48 4.14 - 10.75 
   Mean 0.88 0.61 3.13 0.69 1.33 - 0.91 
   SD 1.75 1.01 5.09 .98 2.05  1.78 
Note. Means having the subscript a are significantly different from each other using the Dunnett T3 procedure at p<.05. 
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Carer-Care Recipient Co-residency 
 
Data concerning the analyses used to examine the relationship between carer-care 
recipient co-residency and biographics are presented in Table 3.3. 
 
Age. There was no significant difference in age between carers who lived with their 
care recipient and carers who did not live with their care recipient9.  
 
Gender. Gender of the carer was related to whether a carer lived with their care 
recipient10. That is, of the carers who did not co-reside with the care recipient, more 
were female (71%) (compared to 29% male).  The low number of males not living 
with the care recipient can be accounted for by the fact that a large proportion of male 
carers were providing support to a partner and as a natural consequence of this type of 
relationship both are likely to co-reside. Regarding the higher proportion of females 
(relative to males) not living with the care recipient, a breakdown in categories of care 
recipients showed a high number of married female carers provided care for older 
adults living independently. 
 
Income. Co-residency and carer annual income were unrelated11. Carers’ income was 
therefore fairly similarly distributed regardless of whether carers co-resided with their 
care recipient or not. 
 
Marital Status.  As might be expected, a relationship was found between co-residency 
and marital status such that more married carers co-resided with their care recipient 
than carers who were not married12. A total of 83% of carers who lived with their care 
recipient were married or had a partner whereas, just over 50% of carers who did not 
live with their care recipient were married or had a partner. Carers who did not live 
with their care recipient were less likely to be married than those who did live with 
their care recipient and were also more likely to have never married or be divorced or 
separated.  
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Remoteness. Carers who lived with their care recipient did not differ on remoteness 
from carers who did not live with their care recipient13.  That is, cohabitation was just 
as likely in rural, regional or urban areas. 
 
Table 3.3.  Biographics and Co-residency 
 Lives with care receiver 
Does not live 
with care 
receiver 
Total 
 (n= 956) (n=166) (n=1122) 
Age    F(1,1120)= .30, p=.59    
   Minimum 11 19 11 
   Maximum 99 99 99 
   Mean 52.51 51.90 52.42 
   SD 13.14 14.80 13.39 
    
 Lives with care 
receiver 
Does not live with 
care receiver Total 
 (n= 178) (n=21) (n=199) 
Remoteness  F(1, 630) = .26, p=.61    
   Minimum 0.00 0.00 0.00 
   Maximum 10.75 9.00 10.75 
   Mean 0.82 1.50 0.89 
   SD 1.69 2.36 1.78 
    
 Lives with care 
receiver 
Does not live with 
care receiver Total 
Gender (n=1122) χ2 (1) = 12.33, p= .000    
   Male  43.70% 29.10% 41.50% 
   Female  56.30% 70.90% 58.50% 
Income (n=1063)  χ2 (5) = 7.09, p= .21    
   No income 5.50% 6.40% 5.60% 
   $1-10,000/year  19.40% 21.80% 19.80% 
   $10,001-20,000/year  24.90% 26.30% 25.10% 
   $20,001-30,000/year  15.90% 19.90% 16.50% 
   $30,001-50,000/year  17.60% 16.70% 17.50% 
   $50,001+/year  16.60% 9.00% 15.50% 
Marital Status (n=1124)    
   χ2 (2) = 67.03, p= .000.    
   Never married  6.80% 18.20% 8.50% 
   Married/Partner  83.20% 55.20% 79.10% 
   Divorced/Separated/Widowed  10.00% 26.70% 12.50% 
 
Coping 
 
Data and results concerning the analyses used to examine the relations between 
biographics and coping strategies are summarised in Table 3.4. 
 
Age.  Age was not significantly correlated with problem solving coping, but was 
significantly correlated with avoidance coping, such that older carers tended to use 
less avoidance coping. The association between increasing age and reliance on 
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avoidance coping may be accounted for by anecdotal reports suggesting greater levels 
of stoicism in many older carers who tend to adopt a “get on with it” or “soldier on” 
approach to the demands of the carer role.  
 
Gender.  Male carers used problem solving coping significantly less than female 
carers, whereas male and female carers did not differ in their use of avoidance 
coping14. The lower use of problem solving in male carers compared to female carers 
is an interesting finding as studies of non-carer community populations indicate an 
opposite pattern (i.e., male carers tend to use problem solving more than females).  
The finding of the present research may be related to the fact that most of the male 
carers were caring for people with MS, CF and HIV.  It seems that when faced with 
caring for someone with these types of chronic, degenerative diseases, male carers 
rely less on problem solving coping strategies. 
 
Income. There was no difference in the coping strategies used by carers in each of the 
income brackets, which suggests that reliance on either avoidance or problem solving 
coping by carers was not influenced by income15.  
 
Marital Status.  Coping strategies did not differ as a function of marital status 
groups16.  That is, reliance on avoidance coping and problem solving coping was not 
associated with the carer’s marital status.  
 
Remoteness. Remoteness was unrelated to problem solving coping and avoidance 
coping17.  
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Table 3.4 – Biographics and Coping Strategies 
 
 
Problem Solving 
Coping 
(n=594) 
Avoidance Coping 
(n=608) 
Age r -.07 -.15*** 
Remoteness r .06 .09 
 Mean SD Mean SD 
Gender   
Wilks’= .96, F(2,588)=13.14, p=.000, η2=.04   
   Male (n=145) 18.60 8.42 9.92 4.89 
   Female (n=446) 22.89 8.97 10.14 5.92 
   F (1,589) 25.86*** .17 
   η2 .04 .00 
Income   
Wilks’=.99, F(10, 1108)=.79, p=.66, η2=.01     
   No income (n=40) 21.85 9.84 10.63 6.65 
   $1-10,000/year (n=148) 23.03 9.30 10.29 6.04 
   $10,001-20,000/year (n=158) 21.41 8.86 9.97 5.49 
   $20,001-30,000/year (n=97) 20.70 8.53 9.87 5.50 
   $30,001-50,000/year (n=75) 22.37 8.83 9.81 4.96 
   $50,001+/year (n=42) 22.05 8.91 8.76 5.29 
   F (5,554) .95 .61 
   η2 .01 .01 
Marital Status   
Wilks’=.98, F(4,1176)=3.17, p=.01, η2=.01     
   Never married (n=62) 19.45 8.58 11.31 5.43 
   Married/Partner (n=430) 21.99 9.03 9.77 5.72 
   Divorced/Separated/Widowed (n=100) 22.77 9.09 10.62 5.44 
   F (2, 589) 2.78 2.59 
   η2 .01 .01 
 tp<.05; *p<.01; **p<.001; ***p<.0001 
 
Distress 
 
The results of analyses that examined the relations between biographics and Time 1 
and Time 2 distress are summarised in Table 3.5 and Table 3.6, respectively. 
 
Age. Age was negatively related to depression, anxiety and global distress at Time 1, 
whereas it was unrelated to distress at Time 2.  That is, increasing age is associated 
with lower levels of distress.  More specifically, younger carers are more at risk of 
depression, anxiety and global distress and so require additional support. On the other 
hand the inverse relationship between age and distress indicates that older carers are 
more likely to report lower levels of depression, anxiety and global distress. This 
finding supports the proposal above, which suggests that carers adjust more to their 
caring role as they get older and have more time to come terms with their caring 
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situation. However, this association may also be a function of a historical tendency for 
older carers to minimise symptoms and focus on physical health issues.  Other studies 
have also found younger age to be related to poorer well being in carers (e.g., 
Schofield et al., 1998). 
 
 
Gender.  Female carers reported significantly higher levels of global distress, 
somatization, depression, and anxiety than male carers at Time 1 and Time 2. Other 
studies have also shown that female carers report higher levels of distress compared to 
male carers (e.g., Pakenham, 2001).  
 
Income.  Distress was found to be related to income at Time 1 but not at Time 2.  
Regarding Time 1 global distress, carers in the $50,001+ income bracket reported 
significantly lower levels of global distress than carers in the $1-10.000 and $10,001-
20,000 income brackets.   
 
With respect to the distress subscale scores at Time 1, carers in the $1-10,000 income 
bracket reported significantly higher levels of somatization than carers in the $30,001-
50,000 and the $50,0001+ income brackets. In addition, carers in the $10,001-20,000 
income bracket reported significantly higher levels of somatization than carers in the 
$50,001+ income bracket.  Carers in the $10,001-20,000 income bracket reported 
higher levels of depression and anxiety than carers in the $50,001+ income bracket.  
Carers in the $10,001-20,000 income bracket also reported higher levels of anxiety 
than carers in the $1-10,000 income bracket.  A consistent pattern to emerge from 
these analyses on the Time 1 distress and income data is the association between 
lower incomes and higher distress. This finding is consistent with other research that 
shows a link between financial difficulties and poorer well being in carers (e.g., 
Schofield et al., 1998). Although a similar trend was noted in the associations between 
income and Time 2 distress, these relationships were not statistically significant, 
which suggests that the link between lower income and higher distress weakens over 
time.  Overall, these findings suggest that financial assistance may help to provide a 
buffer against the stressful aspects of caring. 
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Marital Status.  Distress at Time 1 and Time 2 did not differ significantly as a 
function of marital status.  Although not significant, there was a trend for carers who 
were married or with a partner to report lower distress than carers who where 
divorced, separated or widowed. 
 
Remoteness. Remoteness was significantly related to somatization at Time 1 such that 
the carers who lived in more remote areas tended to report higher levels of 
somatization. At Time 2, both anxiety and global distress were correlated with 
remoteness, such that carers who lived in more remote areas tended to report higher 
levels of anxiety and global distress.  Carers located in more remote areas, therefore, 
may be at greater risk of higher distress. Due to their increased susceptibility, specific 
interventions for carers in remote communities may be required. 
 
Change in Distress from Time 1 to Time 2 
 
The biographic variables (age, gender, income, marital status and remoteness) were 
not related to changes in distress from Time 1 to Time 218.  However, as mentioned 
earlier this may be due to the relatively short interval between Time 1 and Time 2. 
Summary 
 
In this chapter we examined relations between each of the carer biographics and the 
carer context, coping and distress variables.  Significant associations between these 
variables are summarised in Figure 3.1.   
 
Age was related to coping, Time 1 distress, caring duration and the carer-care 
recipient relationship such that increasing age was associated with less reliance on 
avoidance coping, lower levels of distress and longer duration of caring, and offspring 
carers were significantly younger than carers who were the care recipients’ partner or 
spouse. 
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Table 3.5 – Relations between Biographics and Time 1 Distress 
 
 Somatization (n=1088) 
Depression 
(n=1088) 
Anxiety 
(n=1089) 
Global Distress 
(n=1083) 
Age r -.05 -.15*** -.10** -.12*** 
Remoteness r .12* .05 .09t .06t 
 Mean SD Mean SD Mean           SD Mean          SD 
Gender     
Wilks’=.96, F(3,1078)=13.91, p=.000, η2=.04     
   Male (n=450) 3.05 4.32 4.01 4.98 3.82 4.65 .60 .70 
   Female (n=632) 4.02 4.55 5.79 5.60 5.74 5.18 .86 .75 
   F (1,1080) 12.54*** 29.12*** 39.26*** 33.00*** 
   η2 .01 .03 .04  
Income     
Wilks’=.96, F(15,2811)=2.78, p=.000, η2=.01         
   No income (n=56) 4.67 5.11 6.21 6.23 6.03 5.70 .94 .87 
   $1-10,000/year (n=198) 4.59ab 4.99 5.52 5.59 5.66a 5.16 .88a .77 
   $10,001-20,000/year (n=255) 4.16c 4.75 5.52a 5.77 5.20b 5.35 .83b .79 
   $20,001-30,000/year (n=172) 3.22 4.36 4.69 5.08 4.76 5.11 .70 .73 
   $30,001-50,000/year (n=182) 3.05a 3.88 5.15 5.43 4.82 4.96 .72 .72 
   $50,001+/year (n=161) 2.30bc 3.41 3.82a 4.55 3.68ab 3.83 .54ab .57 
   F (5,1020) 7.04*** 3.05* 3.62* 5.14*** 
   η2 .03 .02 .02  
Marital Status     
Wilks’=.99, F(6,2158)=2.15, p=.05, η2=.01         
   Never married (n=88) 3.45 3.81 5.36 5.44 4.85 4.98 .76 .68 
   Married/Partner (n=857) 3.52 4.48 4.80a 5.22 4.80 4.91 .73 .73 
   Divorced/Separated/Widowed (n=139) 4.39 4.82 6.44a 6.39 5.86 5.84 .93 .84 
   F (2,1085) 2.32 5.70* 2.65t 4.28* 
   η2 .01 .01 .01  
 tp<.05; *p<.01; **p<.001; ***p<.0001 
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Table 3.6 – Relations between Biographics and Time 2 Distress 
 
 Somatization 
(n=462) 
Depression 
(n=460) 
Anxiety 
(n=463) 
Global Distress 
(n=459) 
Age r .03 -.06 -.05 -.03 
Remoteness r .07 .12t .14** .13** 
 Mean SD Mean SD Mean           SD Mean          SD 
Gender     
Wilks’=.96, F(3,455)=6.06, p=.000, η2=.04     
   Male (n=168) 2.83 3.72 4.06 4.64 3.55 3.98 .58 .61 
   Female (n=291) 4.39 4.64 5.34 5.45 5.40 5.17 .84 .76 
   F (1,457) 13.92*** 6.56* 16.02*** 14.48*** 
   η2 .03 .01 .03  
Income     
Wilks’=.95, F(15,1181.92)=1.57, p=.08, η2=.02         
   No income (n=20) 6.00 6.61 6.56 6.67 6.30 7.32 1.05 1.04 
   $1-10,000/year (n=107) 4.56 4.68 5.26 5.74 5.24 5.06 .84 .76 
   $10,001-20,000/year (n=98) 4.23 4.73 5.08 5.20 4.97 5.21 .79 .75 
   $20,001-30,000/year (n=71) 3.39 4.01 4.31 4.85 4.28 4.25 .67 .66 
   $30,001-50,000/year (n=73) 3.32 3.89 5.45 5.05 5.22 4.93 .78 .69 
   $50,001+/year (n=67) 2.52 5.92 3.60 4.24 3.42 3.29 .53 .50 
   F (5,430) 3.34* 1.71 1.95 2.58t 
   η2 .04 .02 .02  
Marital Status     
Wilks’=.99, F(6,912)=0.59, p=.74, η2=.00         
   Never married (n=94) 3.56 4.33 4.58 5.26 4.42 5.15 .70 .75 
   Married/Partner (n=880) 3.72 4.42 4.80 5.09 4.72 4.71 .74 .70 
   Divorced/Separated/Widowed (n=144) 4.46 4.18 5.37 5.72 4.92 5.30 .82 .77 
   F (2,458) .94 .43 .14 .51 
   η2 .00 .00 .00  
 tp<.05; *p<.01; **p<.001; ***p<.0001 
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Carer gender evidenced associations with distress, coping, the carer-care recipient 
relationship and co-residency.  Specifically, compared to female carers, male carers 
used less problem-solving coping, reported lower distress, and were more likely to 
live with their care recipient and be married to or a partner of their care recipient.   
 
Carer annual income was only related to Time 1 distress.  A consistent pattern of 
associations emerged which showed that carers in the lower income brackets reported 
higher levels of distress than those with higher annual incomes. 
 
Marital status was related to care duration, the carer-care recipient relationship and 
co-residency.  Compared to carers who had not married, married carers reported 
longer duration of caring, were more likely to live with their care recipient and were 
more likely to be a partner or spouse of the care recipient. 
 
Finally, regarding remoteness, this biographical variable was only related to distress.  
Remoteness was related to somatization at Time 1 and anxiety and global distress at 
Time 2, such that the more remote the location of carers the more somatization, 
anxiety and global distress they reported. 
 
With the exception of marital status, all biographical variables were associated with 
distress.  However, marital status was more strongly related to each of the caring 
context variables.  Gender and age were the only biographics related to coping 
strategies.  
 
Recommendations 
 
 Service planning and policy development should ensure that financial supports 
for carers are adequate given that financial resources appear to protect carers 
from higher levels of distress. 
 Carers should be screened on risk factors for distress and appropriate 
interventions need to be developed. At risk groups include: younger carers, 
carers living in remote communities and female carers. 
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 Services should take into account the fact that the coping strategies carers rely 
on vary according to the gender and age of carers.  
 Given the increased levels of distress in carers in more remote areas, service 
planning and policy development should ensure greater accessibility to 
services for carers in geographical locations outside of urban areas. 
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Figure 3.1 – Summary of Relations between Biographics (yellow boxes & arrows) and Caring Context, Coping and Distress 
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Chapter 3 Notes 
1ANOVA F(1,1134) = .00, p=.98 
2ANOVA F(5, 1071) = 2.81, p=.02  
3Correlation between remoteness and duration of caring, r=-.01, p=.88 
4ANOVA F(5,117)=5.63, p=.000 
5Chi square test, χ2 (5) = 135.06, p=.000 
6Chi square test, χ2 (25) = 43.29, p<.05 
7Chi square, χ2 (10)= 261.60, p=.000 
8ANOVA, F(5, 627) = .32, p=.90 
9 ANOVA, F(1,1120) = .30, p=.59 
10Chi square test, χ2 (1) = 12.33, p= .000 
11Chi square test, χ2 (5) = 7.09, p= .21 
12Chi square test, χ2 (2) = 67.03, p= .000 
13ANOVA, F(1, 630) = .26, p=.61 
14MANOVA, Wilks’= .96, F(2,588)=13.14, p=.000, η2=.04; Univariate F tests problem 
solving coping (F (1,589)=25.86, p=.000, η2=.04 ), avoidance coping (F (1,589)=.17, p=.68, 
η2=.00). 
15MANOVA, Wilks’=.99, F(10, 1108)=.79, p=.66, η2=.01 
16MANOVA, Wilks’=.98, F(4,1176)=3.17, p=.01, η2=.01; Univariate F-tests indicated that no 
two marital status groups differed on coping at the p<.01 level of significance. 
17Correlations between remoteness and problem solving coping (r=.06, p=.24) and avoidance 
coping (r=.09, p=.08). 
18 Change in distress from Time 1 to Time 2: Mixed between-within-subjects ANOVAs were 
used to examine relationships between each of the categorical biographics and global distress 
and repeated measures MANOVAs were employed to investigate relationships between each 
of the categorical biographics and the three distress subscales (depression, anxiety and 
somatization).  Correlations were used to examine relations between the continuous 
biographics (age and remoteness) and change scores from Time 1 to Time 2 on each distress 
measure.  Results of these analyses showed that the biographic variables were unrelated to 
changes in distress from Time 1 to Time 2. 
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CHAPTER 4 
 
The Effects of Caring Context 
 
In this Chapter we examine relations between caring context and coping strategies 
and distress. 
 
I hate seeing him suffering from chemo-it makes me sad. He is not 
used to suffering any illness. He gets frustrated cause his life is 
changed and that makes me sad. (quote from a carer caring for a 
partner with colorectal cancer) 
 
In this chapter we further explore the carer context variables; duration of caring and 
carer-care receiver co-residency and relationship.  In earlier chapters we showed that 
each of these carer context variables were related to carer illness/disability group and 
one or more of the biographic variables, but were unrelated to remoteness (see Figure 
3.1). In this chapter we investigate relations between each of the carer context 
variables and carer coping strategies and distress. 
 
Coping Strategies 
 
Duration of Caring:  Neither problem solving coping or avoidance coping were 
related to the duration of caring.  This finding suggests that coping strategies utilised 
by carers are not reflective of the length of time in the caring role; hence, as time 
increases carers do not appear to change toward relying more on either problem 
solving or avoidance coping orientations. 
 
Carer-Care Recipient Relationship:  Analyses showed that the reliance on coping 
strategies varied as a function of the carer’s relationship with the care receiver1.  That 
is, the relationship groups differed significantly on problem solving coping, but not 
avoidance coping.  Parent carers used significantly more problem solving coping than 
spouses or partners.  Given that the majority of parent carers were caring for a child 
with a developmental disability or intellectual disability, it is likely that they were 
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confronted with more caring demands that were suited to a problem solving coping 
orientation.  Another explanation is that the association between coping and carer-care 
recipient relationship is confounded with gender.  That is, males were represented 
more amongst partner/spouse carers and they exhibited less of a tendency to rely on 
problem solving coping.  
 
Carer-Care Recipient Co-residency:  Reliance on coping strategies differed as a 
function of co-residency; however, the groups differed significantly on problem 
solving coping, but not avoidance coping2. Specifically, carers who lived with their 
care receiver used less problem solving coping than carers who did not live with their 
care receiver. This finding suggests that the close living arrangements of the carer-
care recipient relationship and related demands and burden may influence the type of 
coping strategies the carer uses.  It is possible that carers who co-reside with their care 
recipient are confronted with more caring demands that are uncontrollable and, 
therefore, less amenable to problem solving strategies, which are typically oriented to 
changing or resolving stressors.  Once again the coping and co-residency association 
may be confounded with gender.  That is, males were more likely than females to co-
reside and they also tended to rely less on problem solving coping. 
 
Distress 
 
Duration of Caring:  The duration of caring was unrelated to Times 1 and 2 global 
distress and the three distress subscales (somatization, depression and anxiety). Refer 
to Table 4.2 for correlations.   From previous research with some carer groups (e.g., 
acquired injury groups, Stebbins & Leung, 1998). there is evidence indicating that 
longer caring duration is related to higher distress.  We therefore performed 
correlations between these two variables within each of the carer groups.  However, 
the only correlation that approached significance was in the physical disability carer 
group.  Specifically, the longer carers of a person with a physical disability had been 
caring the more likely they were to report higher levels of Time 2 global distress 
(r=.47, p<.05). 
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Carer-Care Recipient Relationship: Analyses demonstrated that levels of distress 
differed across carer-care receiver relationships at Time 1, but not at Time 2. At Time 
1 parents reported significantly higher levels of global distress, anxiety, depression 
and somatisation than spouses/partners.  Parents also reported significantly higher 
levels of Time 1 global distress and anxiety than friends.  The fact that a similar 
pattern of associations did not emerge at Time 2 may be due to the lack of data at 
Time 2 from the ABI group where there was a high level of distress at Time 1 and 
50% of carers of people with ABI were parents. 
 
Carer-Care Recipient Co-residency:  Analyses showed that carers who lived with 
their care receiver did not differ from carers who did not co-reside with their care 
receiver on global distress, somatization, depression or anxiety at Times 1 or 2.   This 
suggests that similar levels of distress are experienced by carers whether they live 
with their care recipient or not. It is therefore necessary for carers, regardless of co-
residency status, to have equal access to services. On this premise, the study supports 
the Government’s move to make the Carer Allowance available to carers who do not 
reside with their care recipient. 
 
Changes in Distress from Time 1 to Time 2 
 
Analyses showed that the carer context variables were unrelated to changes in distress 
from Time 1 to Time 23.  This means that any changes in distress experienced by 
carers over time was not related to the length of time they had been caring, their 
relationship with their care recipient or whether they resided with their care receiver.  
 
Summary 
 
In this chapter we examined the relationships between carer context variables and 
coping strategies and distress. The associations between these variables are 
summarised in Figure 4.1.   Duration of caring was unrelated to coping strategies and 
distress, whereas carer-care receiver relationship and co-residency were related to 
coping strategies.  In addition carer-care receiver relationship was also related to Time 
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1 distress with parent carers more at risk of all forms of distress (global, somatisation, 
anxiety and depression) than other carers. 
Regarding relations between coping and both carer-care receiver relationship and co-
residency, parent carers reported greater reliance on problem solving coping 
compared to spouse/partner carers, and carers who lived with their care receiver used 
less problem solving coping than carers who did not live with their care receiver.  
Avoidance coping did not differ as a function of the carer context variables.  
Parent carers reported higher levels of Time 1 distress than partner/spouse and friend 
carers. As noted previously, most parents were caring for a child with a 
developmental or intellectual disability.  Carers in these illness/disability groups also 
had the highest proportions of carers who reported clinically significant levels of 
distress.  This pattern of finding highlights the vulnerability of parents caring for 
children with developmental or intellectual disabilities.   However, carer-care receiver 
relationship was unrelated to Time 2 distress which suggests that overtime the link 
between parental caring and distress dissipates. 
Recommendations 
Findings from this chapter further support recommendations offered in earlier 
chapters particularly those that highlight the need to tailor services for particular 
vulnerable carer subgroups such as carers of a persons with a developmental 
disability.  
Table 4.2 – Correlations between Months Caring and Time 1 and 2 Distress 
 
 Months Caring 
r 
T1 Distress  
   Somatization (n=1066) .06 
   Depression (n=1066) .02 
   Anxiety (n=1067) .06 
   Global Distress (n=1061) .05 
T2 Distress  
   Somatization (n=456) .10t 
   Depression (n=454) .03 
   Anxiety (n=457) .08 
   Global Distress (n=453) .07 
tp<.05; *p<.01; **p<.001; ***p<.0001 
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Table 4.5 – Associations between Carer-Care Receiver Relationship and Coping 
 
 Spouse/Partner 
(n=261) 
Mean 
(SD) 
Parent 
(n=180) 
Mean 
(SD) 
Sibling 
(n=23) 
Mean 
(SD) 
Child 
(n=75) 
Mean 
(SD) 
Friend 
(n=35) 
Mean 
(SD) 
Extended Family 
(n=14) 
Mean 
(SD) 
Fa η2 
Coping         
Wilks’ = .94, F(10,1162)= 3.78, p=.000, η2=.03         
   Problem Solving 20.17a 
(9.19) 
23.49a 
(8.77) 
20.00 
(10.42) 
23.09 
(7.76) 
21.40 
(8.65) 
27.14 
(9.91) 4.56*** .04 
   Escape/Submission 10.44 
(5.56) 
10.42 
(6.17) 
6.52 
(4.56) 
9.24 
(5.20) 
10.14 
(4.99) 
9.36 
(5.41) 2.56
t .02 
Note  Means having the same subscripts (a) are significantly different from each other using the Scheffe procedure at p<.01.  
a Degrees of Freedom (5,582) 
tp<.05; *p<.01; **p<.001; ***p<.0001 
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Table 4.6 – Associations between Carer-Care Recipient Relationship and Distress 
 
 Spouse/Partner 
(n=629) 
Mean 
(SD) 
Parent 
(n=255) 
Mean 
(SD) 
Sibling 
(n=29) 
Mean 
(SD) 
Child 
(n=88) 
Mean 
(SD) 
Friend 
(n=53) 
Mean 
(SD) 
Extended 
Family 
(n=25) 
Mean (SD) 
Fa η2 
         
T1 Distress         
Wilks’ = .96, F(15,2957)= 2.78, p=.000, η2=.01         
   T1 Somatization 3.18a 
(4.23) 
4.72a 
(5.11) 
2.90 
(3.85) 
3.70 
(3.97) 
3.02  
(4.30) 
4.52 
(4.56) 4.95*** .02 
   T1 Depression 4.53a 
(4.96) 
6.28a 
(6.13) 
4.59 
(4.41) 
6.18 
(6.38) 
3.76  
(4.78) 
4.48 
(4.93) 5.33*** .02 
   T1 Anxiety 4.44a 
(4.79) 
6.10ab 
(5.51) 
4.34 
(4.43) 
5.99 
(5.61) 
3.62b 
(3.87) 
4.76 
(5.05) 5.66*** .03 
   T1 Global Distress 0.67a 
(0.70) 
0.95ab 
(0.84) 
0.66 
(0.64) 
0.88 
(0.78) 
0.58b 
(0.62) 
0.76 
(0.70) 6.35***  
 
Spouse/Partner 
(n=261) 
Parent 
(n=97) 
Sibling 
(n=13) 
Child 
(n=59) 
Friend 
(n=20) 
Extended 
Family 
(n=11) 
Fb η2 
T2 Distress         
Wilks’ =.94, F(15,1251)=1.88, p=.022,η2=.02         
   T2 Somatization 3.23 
(3.97) 
4.97 
(4.98) 
3.08 
(4.31) 
4.42 
(4.62) 
4.25 
(4.59) 
4.45 
(4.72) 2.72
t .03 
   T2 Depression 4.46 
(4.72) 
5.50 
(5.45) 
4.14 
(4.74) 
5.99 
(6.54) 
4.96 
(5.76) 
3.45 
(4.57) 1.37 .02 
   T2 Anxiety 4.22 
(4.30) 
5.78 
(5.57) 
3.69 
(4.27) 
5.95 
(5.75) 
3.30 
(4.66) 
4.45 
(3.33) 2.78
t .03 
   T2 Global Distress 0.66 
(0.64) 
0.90 
(0.79) 
0.61 
(0.68) 
0.91 
(0.84) 
0.69 
(0.76) 
0.69 
(0.67) 2.44
t  
a Degrees of Freedom (5,1073); bDegrees of Freedom (5,455);  tp<.05; *p<.01; **p<.001; ***p<.0001 
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Table 4.8 – Relations between Co-residency and Coping 
 
 Lives with care receiver 
(n=487) 
Mean (SD) 
Does not live with care receiver 
(n=103) 
Mean (SD) 
Fa η2 
Coping     
Wilks’  = .99, F(2,587)= 3.81 , p= .02, η2=.01     
   Problem Solving 21.42  (8.95) 24.15  (8.77) 7.41* .01 
   Escape/Submission 10.04  (5.54) 10.12   (6.12) .02 .00 
 
a Degrees of Freedom (1,588) 
tp<.05; *p<.01; **p<.001; ***p<.0001 
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Table 4.9 – Relations between Co-residency and Distress 
 
 
Lives with 
care recipient 
(n=924) 
Mean (SD) 
Does not 
live with 
care 
recipient 
(n=156) 
Mean (SD) 
Fa η2 
     
T1 Distress     
Wilks’ =  1.00, F(3,1076)=.37, p= .78, η2=.00     
   Somatization 3.65 
(4.51) 
3.33 
(4.19) .68 .00 
   Depression 5.08 
(5.43) 
4.96 
(5.43) .07 .00 
   Anxiety 4.98 
(5.07) 
4.64 
(4.91) .57 .00 
   Global Distress 0.76 
(0.75) 
0.72 
(0.73) .44  
 
Lives with 
care recipient 
(n=401) 
Does not 
live with 
care 
recipient 
(n=57) 
Fb η2 
     
T2 Distress     
Wilks’ =1.00, F(3,454)= .51, p=.68, η2=.00     
   Somatization 3.77 
(4.28) 
3.98 
(4.92) .12 .00 
   Depression 4.86 
(5.07) 
4.92 
(5.98) .01 .00 
   Anxiety 4.74 
(4.72) 
4.44 
(5.56) .20 .00 
   Global Distress .74 
(.70) 
.74 
(.84) .00  
 
a Degrees of Freedom (1,1078); bDegrees of Freedom (1,456) 
tp<.05; *p<.01; **p<.001; ***p<.0001 
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Figure 4.1 – Summary of Relations between Caring Context (blue boxes & arrows) and Coping and Distress 
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Chapter 4 Notes 
 
1A MANOVA showed an overall difference in the type of coping strategies employed by 
carers depending on their relationship to their care receiver, Wilks = .94, F(10,1162) = 3.78, 
p=.000, η2 = .03. Univariate F tests showed that the relationship groups differed significantly 
on problem solving coping (F(5,582) = 4.56, p = .000, η2 = .04), but not avoidance coping 
(F(5,582) = 2.56, p = .03, η2 = .02). 
 
2A MANOVA showed an overall difference in the coping strategies used by carers who lived 
with the care receiver and carers who did not live with the care receiver, Wilks’  = .99, 
F(2,587)= 3.81 , p= .02, effect size =.01. Univariate F tests showed that the groups differed 
significantly on problem solving coping (F(1, 588) = 7.41, p=.01, effect size=.01), but not 
avoidance coping (F(1, 588) = .02, p = .90,  effect size = .00). 
 
3Mixed between-within-subjects ANOVAs were used to examine relationships between each 
of the categorical carer context variables (carer-care receiver relationship and co-residencey) 
and global distress and repeated measures MANOVAs were employed to investigate 
relationships between each of the categorical carer context variables and the three distress 
subscales (depression, anxiety and somatization). Correlations were used to examine relations 
between the continuous carer context variable duration of caring and change scores from 
Time 1 to Time 2 on each distress measure.  Results of these analyses showed that the carer 
context variables were unrelated to changes in distress from Time 1 to Time 2.  
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CHAPTER 5 
 
Relations between Time Caring and Carer Illness/Disability 
Groups, Coping and Distress 
 
In this chapter we examine relations between the time carers spend on different 
caring tasks and care recipient illness/disability, coping strategies and distress.   
 
It is very challenging emotionally. The most difficult part is when he 
feels worthless in life all (or most) of the time and my family and I 
have to convince him that he is not. (quote from a carer caring for a 
parent who has survived a stroke) 
 
Providing care and support to a relative or friend who has an illness, disease or 
disability is widely held to be a role which requires extensive emotional and physical 
resources and one that can place considerable strain on the carer. Caring involves a 
wide range of tasks including assisting with physically oriented tasks such as self care 
(e.g., dressing, eating and bathing), practical instrumental tasks such as helping with 
transport, financial and legal matters, and psychosocial tasks such social, emotional 
and supervisory support.  Providing care across such a diverse range of tasks requires 
considerable time and energy and can deplete personal resources.  Consequently the 
strain and demands of the caring role may leave the carer physically and 
psychologically compromised. 
 
An issue of emerging interest in better understanding the specific aspects of the caring 
role that predict well being relates to more accurately assessing relationships between 
the time carers spend caring, the types of caring activities carers perform, carer 
illness/disability groups, coping and distress. An in-depth investigation of different 
aspects of the caring role and the frequency and intensity of caring activities is 
necessary to identify key elements of the caring role which place the carer at risk of 
psychological and physical difficulties.  Such information can be used to guide the 
development of more specific and targeted interventions to promote carer well being. 
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Only the CQ carer sample completed additional questions on the time spent on 
different caring tasks (i.e., instrumental activities of daily living caring; activities of 
daily living caring and psychosocial caring), consequently all analyses involving time 
spent on caring were performed on the CQ sample.  Due to the small numbers of 
carers in some carer illness disability groups, the carer illness/disability groups had to 
be reorganized for the purposes of this chapter.  The dementia, intellectual disability, 
developmental disability, neurological/psychiatric disability, other medical and 
physical disability categories remained; however, carers of an individual with MS 
were included in the neurological/psychiatric, and carers of an individual who 
experienced a stroke or an ABI were grouped together to form a new carer category 
called stroke/ABI. The 7 carer categories utilised for this chapter are summarised in 
Table 5.2.     
 
Two measures of amount of time spent caring were included and these are described 
in more detail in Chapter 1.  First, carers were asked how many hours per week they 
cared for their care recipient.  Second, carers were asked to indicate on a 5-point 
rating scale (0 no help provided to 5 a great deal of time) how much time they spent 
on instrumental activities of daily living caring (IADLC), activities of daily living 
caring (ADLC) and psychosocial caring. Table 5.1 summarises the items that 
constitute the three categories of caring tasks. Both IADLC and ADLC subscales are 
established measures of functional disability that are widely used.  The Psychosocial 
Care subscale was developed specifically for this research to capture elements of the 
caring role other than the mere physical aspects.  
 
Time Spent on Caring: CQ Sample Overview 
 
Carers spent from 1 hour to 168 hours caring per week (168 hours per week = 24 
hours per day). On average carers spent 113.80 (SD = 57.62) hours caring per 7 day 
week which, on a daily average equates to 16.25 hours per day – a figure well beyond 
the timeframe of full-time paid employment. Importantly, all carer groups on average 
reported providing care for in excess of 100 hours a week. 
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Regarding times spent on specific caring tasks, on the scale from 0-5 carers reported 
spending the most amount of time on IACLC related tasks (M = 3.59), followed by 
Psychosocial Caring tasks (M = 3.11), and the least amount of time on ADLC-related 
tasks (M = 2.10).  
 
Associations between Amount of Time Spent Caring and Carer 
Illness/disability Groups 
 
As indicated in Table 5.2, within the carer groups, carers in the “other” medical 
condition group reported the least hours of caring per week (M=101 hours) and carers 
of a person with a developmental disability reported the greatest number of hours 
caring (M = 124 hours/week).  However, there were no significant differences among 
the groups on the number of hours per week spent caring1. 
 
The mean scores on time spent on ADLC, IADLC and Psychosocial Caring-related 
tasks for each carer illness/disability group are presented in Table 5.2. With regard to 
ADLC, those carers supporting a person with dementia reported the highest mean 
rating (M = 3.25) and carers of people with intellectual and developmental disabilities 
reported the lowest ADLC rating (M = 1.91 for both carer groups).  There were no 
significant differences in the ADLC rating across carer groups2.   
 
Regarding IADLC, carers of people with dementia (M=3.79) and carers of people 
with intellectual disabilities (M=3.73) reported the highest IADLC rating on average, 
whereas carers of people with neurological/psychiatric conditions (M=3.18) reported 
the lowest mean IADLC. There were no significant differences among the carer 
groups on IADLC ratings.  
 
With respect to Psychosocial caring, carers of people with developmental disabilities 
(M=3.98) reported spending the most time on psychosocial caring, while carers of 
people who have an ABI and people who have survived a stroke (M=2.19) reported 
spending the least time on psychosocial caring. The carer groups differed on time 
spent on psychosocial caring3.  Carers of people with a developmental disability 
(M=3.98) reported spending significantly more time on psychosocial caring than did 
carers of an individual with a neurological/psychiatric condition (M=2.61), carers of 
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an individual with an “other” medical condition (M=2.38) and carers of an individual 
who has survived a stroke/ABI (M=2.19).   It is important to note that this finding 
suggests that relative to carers of persons with a neurological/psychiatric condition, 
carers of an individual with an “other” medical condition and carers of an individual 
who has survived a stroke/ABI, carers of people with a developmental disability 
appear to spend more time on psychosocial caring.  Carers within the other care 
recipient illness/disability groups did not differ in the amount of time spent on 
psychosocial caring.  
The finding that carers of people with neurological/psychiatric conditions did not 
spend more time providing psychosocial support is surprising considering the defining 
symptoms of mental illness. This effect may have been mitigated to some extent by 
the inclusion of psychiatric conditions with neurological conditions that may not have 
the same care requirements. However, this was necessary due to the relatively small 
sample size of carers of people with a psychiatric condition. More research is 
therefore required in this respect.   
Table 5.1 -- Summary of Items used to Assess IADLC, ADLC and Psychosocial Caring 
 
Instrumental Activities of Daily Living Caring (IADLC) 
   Transportation 
   Grocery Shopping 
   Housework 
   Preparing meals 
   Managing finances/paying bills 
   Arranging supervision/outside services 
Activities of Daily Living (ADLC) 
   Giving medicine 
   Getting in/out chairs 
   Dressing 
   Bathing 
   Toileting 
   Feeding 
   Continence/Diapers 
Psychosocial Caring 
Supervising your care recipient to prevent wandering, pacing, damage to 
self, others or property 
Managing/controlling inappropriate behaviours 
Encouraging and/or prompting to do things or remember to do things 
Keeping care recipient occupied 
Providing intensive emotional support and companionship 
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Table 5.2 – Time Spent on Caring per Week and on ADLC, IADLC and Psychosocial Caring for Carer Illness/Disability Groups 
 
CQ Carer Groups Hours spent ADLC  (7 items) IADLC  (6 items) Psychosocial caring (5 items) 
 Min Max Mean SD Min Max Meanm SD Min Max Meanm SD Min Max Meanm SD 
Dementia  1 168 110.23 62.79 0 30 22.75 (3.25) 7.30 0 30 
22.75 
(3.79) 7.30 0 25 
15.89 
(3.18) 5.72 
Intellectual Disabilities 8 168 122.20 46.06 0 35 13.34 (1.91) 9.67 0 30 
22.36 
(3.73) 7.18 4 25 
17.31 
(3.46) 5.03 
Developmental Disabilities 3 168 123.56 49.33 0 35 13.35 (1.91) 8.93 0 30 
20.78 
(3.46) 7.98 2 25 
19.92 
(3.98)abc 
5.72 
Neurological/psychiatric/MS 4 168 109.17 59/68 0 35 14.36 (2.05) 10.86 0 30 
19.06 
(3.18) 8.74 0 25 
13.04 
(2.61)a 
7.36 
Medical 7 168 100.50 62.20 0 35 14.81 (2.12) 8.74 4 30 
21.83 
(3.64) 7.39 4 25 
11.90 
(2.38)b 
5.55 
Physical 9 168 112.35 61.14 2 35 21.70 (3.10) 11.66 8 30 
21.18 
(3.53) 7.12 3 25 
14.67 
(2.93) 7.19 
Stroke/ABI 15 168 110.92 64.98 0 32 15.94 (2.28) 11.95 0 30 
20.64 
(3.44) 9.74 0 25 
10.94 
(2.19)c 
7.02 
All carers 1 168 113.80 57.62 0 35 14.71 (2.10) 10.48 0 30 
21.52 
(3.59) 7.83 0 25 
15.56 
(3.11) 6.54 
 Note. m Means presented are the means calculated using the total of each scale. Means presented in brackets are the mean calculated using the mean of each scale 
(total/number of items).  
Means having the same subscripts (a,b,c) are significantly different from each other using the Scheffe procedure at p<.0 
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Associations between Amount of Time Spent Caring per Week and Both 
Coping Strategies and Distress 
 
The relationship between the hours carers spend caring per week and coping strategies 
and distress were examined. With regard to coping, as indicated in Table 5.3 the 
number of hours spent caring per week was unrelated to the use of problem solving`, 
but was related to the use of avoidant coping such that carers who spent more hours in 
a week caring reported using more avoidant coping. 
 
Regarding distress, correlations reported in Table 5.3 also demonstrated that the hours 
carers spent caring for their care receiver per week was related to somatization at 
Times 1 and 2 and global distress at Time 1, such that the more hours carers reported 
caring per week the higher the level of somatization and global distress they reported. 
Hours per week caring were unrelated to the changes in distress from Time 1 to Time 
2.  
 
Interestingly carers who reported clinically significant levels of distress did not differ 
on the hours they spent caring per week from carers who did not report clinical 
distress (refer to Table 5.4). Distress does not appear to be related to the overall 
amount of time spent caring. 
 
 
Associations between Amount of Time Spent Caring on Tasks and Both 
Coping Strategies and Distress 
 
The relationships between the time carers spent on IADLC, ADLC and Psychosocial 
Caring and both coping strategies and distress were examined. The results of analyses 
that examined these associations are summarised in Table 5.3.   The time spent on 
IADLC tasks and time spent on ADLC tasks were not significantly related to the two 
coping strategies or the measures of distress (global distress and subscale scores at 
Times 1 and 2, changes in distress from Times 1 to 2 and clinically significant levels 
of distress).  There were no significant differences on time spent on IADLC tasks and 
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time spent of ADLC tasks between carers who reported clinical distress and those 
who did not report clinical distress.  
 
In contrast to the abovementioned findings, the time spent on Psychosocial Caring 
was found to be related to both coping and distress.  The time spent on Psychosocial 
Caring was related to both problem solving coping and avoidant coping. That is, the 
more time spent on Psychosocial Caring the more carers used both problem solving 
and avoidant coping strategies.  More time spent on Psychosocial Caring was also 
related to higher levels of somatization, depression, anxiety and global distress at both 
Times 1 and 2.  Carers who reported clinically significant levels of distress spent 
more time on Psychosocial Caring tasks (M=17.29) than carers who did not report 
clinical distress (M=14.53)4. However, time spent on Psychosocial Caring was not 
significantly related to changes in distress from Time 1 to Time 2.  
 
Overall, these results appear to suggest that the provision of psychosocial care has a 
significant effect on carers.  The more carers provide such care the more likely they 
are to report higher levels of anxiety, depression and somatization. Further, carers 
who spend much of their time providing psychosocial care are likely to report levels 
of distress that are clinically significant and which are likely to jeopardise their mental 
health.  This finding is consistent with other caring studies which have found that 
carers find the social and emotional caring demands more stressful than the physical 
or practical care tasks (Willer & Coorigan, 1993; Kreutzer, Gervasio & Camplair, 
1994).  The difficulties associated with the psychosocial aspects of caring, relative to 
the physical or practical demands of caring, are also reflected in the following carer 
quote: 
 
Apart from dealing with her physiological problems, which I find 
very demanding, I think coping with her character change is the 
hardest thing to cope with. I feel I have lost my daughter to this 
disease and feel I am now looking after a stranger. I love my 
daughter no matter what. Caring for my daughter has taught me 
more patience, compassion and understanding. Caring for her has 
made me grow as a human being. 
 
Carers who spend more time on psychosocial caring tend to rely more on both 
problem solving and avoidant coping.  This finding suggests that providing higher 
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levels of psychosocial care requires considerable coping effort in terms of using 
strategies that help to distance one-self from some difficulties (avoidance), while 
needing to problem solve and actively manage other difficulties.  The tasks involved 
in providing psychosocial care are multifaceted and may be suited to a high level of 
reliance on a range of coping strategies.  However, a global measure of amount of 
time spent caring per week was related to avoidance coping only.  It appears that 
when overall time spent in caring is higher, carers rely more on avoidance coping.  
Using avoidance strategies may help to compensate for the amount of time involved 
in caring. For example, wishing that a difficult situation might disappear might 
momentarily allow the individual to escape from the constant caring demands and, 
thereby, offer some albeit short-lived reprieve.   
 
Most of the widely used instruments that assess caring tasks measure caring 
associated with activities of daily living and instrumental activities of daily living, but 
do not adequately assess psychosocial care. These results suggest that the provision of 
psychosocial care is a significant risk factor for carers and is worthy of inclusion in an 
assessment of the care situation.  
 
Table 5.3 – Correlations between Time Spent on Caring per Week and on ADLC, IADLC 
and Psychosocial Caring and both Coping and Distress 
 
  Time Spent on Caring Tasks 
 Hours/week caringr 
 
IADLCr
 
ADLCr
Psychosocial 
Caringr 
     
Coping     
   Problem Solving .06 .03 .09 .21*** 
   Avoidance .20* .10 .09 .23*** 
T1 Distress     
   Somatization .18* .01 .04 .23*** 
   Depression .13t .06 .08 .24*** 
   Anxiety .14t .05 .05 .26*** 
   Global Distress .16* .05 .07 .27*** 
T2 Distress     
   Somatization .19* .11 .09 .23*** 
   Depression .02 .09 .12 .27*** 
   Anxiety .07 .08 .05 .25*** 
   Global Distress .11 .11 .10 .28*** 
Change in Distress from T1 to T2     
   Somatization .04 .14t .12 .01 
   Depression -.09 -.01 .06 -.02 
   Anxiety -.06 -.02 -.01 -.05 
   Global Distress -.05 .04 .06 -.03 
     
Note. T1 = Time 1; T2 = Time 2; tp<.05; *p<.01; **p<.001; ***p<.0001  
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Table 5.4 – Clinically Significant Distress as a Function of Time Spent on Caring per 
Week and on IADLC, ADLC and Psychosocial Caring.  
  
 Clinically 
Significant 
Distress 
Non Clinical 
Distress 
  
 Mean SD Mean SD df F 
      
Hours caring per week 120.55 55.00 110.45 58.96 1,250 1.81 
IADLC 21.72 8.35 21.60 7.53 1,300 .02 
ADLC 15.41 10.69 14.43 10.25 1,304 .61 
Psychsocial caring 17.29 6.16 14.53 6.55 1,297 12.70***
      
tp<.05; *p<.01; **p<.001; ***p<.0001  
 
Summary 
 
In this chapter we examined the time spent on caring (for the CQ carer sample).   We 
found that carers who responded to the survey reported a high average number of 
hours 113.80 caring per week   It was noted that the average amount of time spent 
caring exceeded the usual amount of time the full-time employed person spends at 
work.  In addition, all carer illness/disability groups on average reported providing 
care for in excess of 100 hours a week.   Clearly the majority of carers are spending 
most of their time providing care, which suggests that for many carers, caring is a 
time consuming activity.  This is true regardless of the condition of the person they 
are supporting. 
 
Carers reported spending the most amount of time on IACLC related tasks, followed 
by Psychosocial Caring tasks, and the least amount of time on ADLC-related tasks. 
 
The amount of time spent on certain caring tasks was related to carer illness/disability 
group, coping strategies and distress.  These relationships are summarised in Figure 
5.1.  Although care hours per week and time spent on IADLC and ADLC were 
unrelated to carer illness/disability groups, time spent on psychosocial caring was 
linked with care recipient’s illness/disability. Carers of people with a developmental 
disability reported spending significantly more time on psychosocial caring than did 
carers in three other illness/disability groups; neurological/psychiatric, “other” 
medical condition and stroke/ABI.   
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With regard to coping, the number of caring hours per week was unrelated to carers’ 
use of problem solving, but was related to the use of avoidant coping such that carers 
who spent more hours in a week caring reported using more avoidant coping.  Time 
spent on Psychosocial Caring was the only type of caring task related to both problem 
solving and avoidant coping strategies. ADLC and IADLC were unrelated to coping 
strategies. 
 
With respect to distress, hours caring per week and Psychosocial Caring were both 
related to Time 1 distress, although the associations between Psychosocial Caring and 
all of the distress scores were much stronger.  The time spent on ADLC and IADLC 
were unrelated to all measures of distress. 
 
These findings clearly highlight that time involved in psychosocial caring is an 
important correlate of carer’s coping strategies and a key risk factor for poor carer 
adjustment.  These findings, therefore, have important implications for services and 
interventions designed to promote carer well being.  Given the link between time 
spent on caring and both maladaptive (avoidant) coping and increased levels of 
psychological distress, it is vital to develop further carer support services targeted at 
moderating and regulating the duration and intensity of carers’ caring demands. One 
such support is increased access to respite which should be designed to provide 
greater opportunity for more frequent briefer respite periods such as in the Adult Day 
Activity Support Services model.  This service provides 4-6 hour programs for 
multiple days each week as an alternative to live-in respite accommodation. 
 
Given the association between psychological distress and increased time on 
psychosocial caring, not only is increased access to carer respite important, but also 
specialised psychological support and training regarding coping skills to address 
psychosocial caring demands.  Assessments of carers’ needs in many areas have 
shown that carers need guidance, information and skills in dealing with the 
psychosocial demands of their care recipient (Pakenham, 1993; Willer & Corrigan, 
1993). For example, training in how to manage a care recipient’s challenging 
behaviour is often sought.  Interventions are required which better equip carers for 
providing psychosocial care.  Such interventions may include psycho-educational 
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seminars conducted by experienced carers and/or professionals, written guidelines or 
self-help books and telephone information/help services (Pakenham & Dadds, 1987).  
This research suggests carers of people with developmental disabilities would 
particularly benefit from such education and training. 
 
Interventions that help carers manage the apparent stress associated with psychosocial 
care demands are also necessary.  There are many studies that have reported the 
benefits of stress management interventions for carers (e.g., Biegel & Schulz, 1999; 
Coon, Gallagher-Thompson & Thompson, 2003; Pakenham, Dadds & Lennon, 2002).  
Given the finding that carers of people with certain conditions such as developmental 
disabilities are more likely to be providing higher levels of psychosocial care, it is 
important that the particular needs of these groups be considered.  For example, 
although results indicated that carers of people with a developmental disability spend 
large amounts of time on psychosocial caring, parents of children with disorders such 
as Attention Deficit Hyperactivity Disorder, Asperger’s Syndrome, Oppositional 
Defiant Disorder often do not qualify for assistance under existing programs. 
 
Recommendations 
 
 Given the significant distress associated with psychosocial caring, it is 
imperative that resources, education and training programs are developed and 
implemented to assist carers in acquiring the skills and information necessary 
to effectively manage the psychosocial caring demands.  
 Development and implementation of carer stress management interventions 
especially for carers who spend more time engaged in psychosocial care. 
 Increased access to services to alleviate strains associated with psychosocial 
caring. 
 The development and utilisation of assessment tools which adequately assess 
the psychosocial aspects of providing care given that this type of care is a risk 
factor for distress in carers.  
 Revision of eligibility criteria for accessing assistance that considers 
psychosocial care needs.  
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Figure 5.1:  Summary of Relations between Care Tasks (red box & red arrows) and Coping, Carer Group and Distress 
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Chapter 5 Notes 
 
1ANOVA, F(6,245) = .63, p = .71. 
2ANOVA, F(6,300) = 2.13,  p =.05.   
3ANOVA, F (6,293) = 9.01, p = .000 
4ANOVA, F(1,297)=12.70, p=.000 
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CHAPTER 6 
 
Carers in Contemporary Australia - Putting it all Together: A 
Regression Model of Carer Distress 
 
In this Chapter we consider all relevant predictors of carer psychological distress 
simultaneously.  
 
I find it emotionally and physically exhausting while my mother is 
manic, however I feel quite helpless when she is depressed. (quote 
from a 21 year old carer caring for a parent with a mental illness) 
 
The focus of the present Report was an in-depth investigation of the profile of Carers 
in Contemporary Australia by examining stress and coping across regions, disabilities 
and socio-economic factors. One important outcome of this Report is the 
identification of factors that predict psychological distress in carers. We have already 
established that 25% of carers in the present sample reported clinically significant 
distress and that some carer illness/disability groups are at particular risk for 
psychological morbidity.  Hence, the purpose of this Chapter is to examine a model of 
carer distress which draws on findings from the previous Chapters.  In prior chapters 
we examined the associations between distress and a range of individual variables 
(biographics, carer group, context, time spent on caring and coping).  In this chapter 
we examine the effects of all variables identified earlier as having a significant 
association with distress.  Hence, the roles of all predictors of distress are considered 
simultaneously using hierarchical regression analyses. 
 
Only those variables shown to have a significant association with distress in prior 
chapters were included as predictors of distress in the hierarchical multiple regression 
analyses, namely: age, gender, income, carer illness/disability group, the relationship 
of the carer with the care receiver, time spent caring and coping.  For the purposes of 
the present Chapter, the label “background variables” will be used to refer to the more 
stable sociodemographic variables; carer illness/disability group, biographics (age, 
gender, income), caring context (carer-care receiver relationship).  Hence, three 
groups of predictors were considered: background variables (carer illness/disability 
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group, age, gender, income, carer-care receiver relationship), time spent caring 
(IADLC, ADLC, Psychosocial Caring) and coping strategies (problem solving and 
avoidance).  These predictors were used to predict the dependent or criterion variable 
distress (global distress, somatization, depression, anxiety).  
 
Regarding time spent caring, only the IADLC, ADLC and Psychosocial Caring scores 
were included.  Hours spent caring per week was not included in the hierarchical 
regression analysis because there was considerable overlap between it and the three 
caring task variables; IADLC (r=.35, p=.000), ADLC (r=.38, p=.000) and 
psychosocial caring (r=.34, p=.000).   
 
Hours spent on caring tasks (IADLC, ADLC and Psychosocial Caring) was only 
obtained from CQ carers, hence, analyses for this Chapter are conducted on the CQ 
data.  This required reorganising the carer illness/disability group into the same 
groupings that were used in Chapter 5. Carers of an individual with MS were included 
in the neurological/psychiatric category and carers of an individual who survived a 
stroke or have ABI have been grouped together to form a new carer category called 
“stroke/ABI”.  Carers who cared for an individual with dementia, an intellectual 
disability, developmental disability, neurological/psychiatric disability, “other” 
medical and physical disability remained in their corresponding carer categories.  The 
seven carer categories utilised for this Chapter are summarised in Table 5.1.     
 
A Model of Carer Distress 
 
Prior to conducting the hierarchical regression analyses, data diagnostics and 
preliminary analyses were undertaken and are described fully in the notes for this 
Chapter. 1  Separate hierarchical multiple regression analyses were conducted on each 
of the eight distress scores separately; Times 1 and 2 depression, anxiety, 
somatization and global distress.  Stress and coping theory (Lazarus & Folkman, 
1984) discussed in Chapter 1 guided the order of entry of predictors into the 
regression analysis.  According to stress and coping theory, adjustment to caring and 
the care recipient's illness/disability is determined by the nature of the care recipient’s 
illness/disability, biograhics, caring context, caring tasks and the mediational process 
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coping. The more stable background variables (age, gender, income, carer-care 
receiver relationship and carer illness/disability group) were entered into the 
regression equation on Step 1. The time spent on caring task variables (IADLC, 
ADLC and Psychosocial Caring) were entered on Step 2, followed by the more 
proximal variables, coping strategies (problem-solving and avoidance) on Step 3.  The 
results of the hierarchical multiple regression analyses predicting Time 1 and Time 2 
distress are presented in Table 6.1 and Table 6.2, respectively. 
 
The Effects of Background Variables, Time Spent on Caring Tasks and Coping on 
Times 1 and 2 Distress. When all the variables were in the regression equation 
significant amounts of variance were explained in global distress (48% & 26%), 
somatization (32% & 17%), depression (42% & 25%) and anxiety (45% & 24%) at 
Times 1 and 2, respectively.   The background variables were unrelated to distress at 
Time 2, but they accounted for a significant amount (5%) of the variance in Time 1 
global distress, and the amounts of variance accounted for in Time 1 somatization, 
depression and anxiety approached significance.  Age significantly predicted global 
distress, somatization, depression and anxiety such that, younger carers reported 
higher levels of distress.  The relationship between carer group and distress 
approached significance in the regression equations predicting Time 1 global distress, 
depression and anxiety.   
 
Time spent on carer tasks explained significant additional amounts (3% – 6%) of 
variance in global distress, depression, somatization and anxiety at both Times 1 and 
2. IADLCs and ADLCs did not significantly predict distress, whereas Psychosocial 
Caring predicted global distress, somatization, depression and anxiety, such that 
carers who spent more time on Psychosocial Caring tasks reported higher levels of 
distress.  
 
After controlling for the effects of the background variables and time spent on caring 
tasks, coping strategies accounted for significant additional amounts (11%-38%) of 
variance in all distress variables at both Times 1 and 2. Avoidance coping was 
positively related to all distress variables. That is, reliance on avoidance coping was 
related to higher levels of distress. In contrast, problem solving emerged as an inverse 
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predictor of Times 1 and 2 depression, such that reliance on problem solving was 
associated with lower levels of depression.  
 
The Effects of Background Variables, Time Spent on Caring Tasks and Coping on 
Changes in Distress from Times 1 to 2.  In order to examine the effects of the 
background variables, time spent on caring tasks and coping on changes in distress 
from Times 1 to 2, a set of regression analyses were conducted using the Time 2 
distress measures as the dependent variables and the same set of predictors with the 
addition of the Time 1 measure of distress as a predictor at the first step.  Hence, the 
effects of the background variables, time spent on caring tasks and coping on Time 2 
distress were examined after controlling for the effects of Time 1 levels of distress.  
The results of these regression analyses are summarised in Table 6.3.  When all the 
variables were in the regression equations significant amounts of variance were 
explained in Time 2 global distress (55%), somatization (44%), depression (60%) and 
anxiety (48%).  The only significant predictor of each distress measure was the 
corresponding Time 1 distress measure.  None of the remaining predictors accounted 
for significant additional amounts of variance in distress.  As explained in prior 
Chapters, the fact that Time 1 distress accounted for most of the variance in Time 2 
distress and the remaining predictors were unrelated to Time 2 distress is due to the 
lack of change in distress from Times 1 to 2 resulting from the short interval between 
these time points.  That is, distress remained fairly constant over the interval and, 
therefore, there was very little change to predict. 
 
Summary 
 
In general, the findings are consistent with those of other stress and coping studies in 
the carer field (e.g., Pakenham, 1998; Pakenham, 2001; Pakenham, 2002; Pakenham, 
In Press, Sander et al., 1997).  Results from this chapter suggest that when considered 
together, background variables, time spent on caring and coping strategies all play a 
role in shaping psychological distress in carers.  In particular, time spent on 
Psychosocial Caring and avoidance coping showed the strongest and most consistent 
associations with all measures of distress across the two assessment points.  These 
two variables appear to have a detrimental impact on carers’ distress.  In contrast, 
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problem solving coping evidenced a consistent protective role with respect to 
depression at both time points. It is important to note that coping strategies have been 
shown to predict distress in other caring studies and are factors that can be modified 
(e.g., Pakenham, 1998; Pakenham, 2001; Pakenham, 2002; Sander et al., 1997).  
Indeed, numerous coping skills training interventions have been shown to reduce 
emotional distress (e.g., Biegel & Schulz, 1999; Coon, Gallagher-Thompson & 
Thompson, 2003; Pakenham, Dadds & Lennon, 2002).  In addition to this type of 
intervention it would also seem important to develop strategies and supports that 
assist carers in managing the psychosocial demands of caring.  
 
Of the background variables considered, age had the strongest and most consistent 
effect on all indicators of distress.  As discussed in Chapter 3, this finding suggests 
that younger carers are more vulnerable to distress; a result that has important 
implications for services.  The carer illness/disability group was also a predictor of 
distress, albeit somewhat weaker compared to carer age. The fact that the other 
background variables failed to predict distress is likely to be due to the shared 
variance among these other variables.  That is, when these variables are entered as a 
group in the regression analysis, the associations among the predictors is considered 
in addition to the strength off associations between these variables and distress.  Age, 
and to a lesser extent carer illness/disability group, were the only background 
variables that emerged as unique predictors of distress.  
 
These findings suggest that carer age, care receiver disability/illness, psychosocial 
caring and coping strategies are key predictors of psychological distress in carers.  It 
is important to point out that of the predictors considered, psychosocial caring and 
coping strategies are the factors most amenable to modification or intervention.   
However, as mentioned in earlier chapters, service planning also needs to take into 
account the carers’ age and the disability or illness of the care receiver.  The 
implications of findings from this Chapter are discussed further in the following 
Chapter. 
 
The significant associations between predictors and distress discussed in this Chapter 
are summarised in Figure 6.1.  The addition of this final set of associations completes 
the diagramatic summary of all significant associations between carer 
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illness/disability group, biographics, caring context, coping, time spent caring and 
distress that emerged through analyses presented in this Report.   The following 
chapter provides a summary of key findings and recommendations arising from this 
Report.  
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Table 6.1 – Hierarchical Regression Analyses of the Effects of Background Variables, Time Spent on Caring Tasks and Coping on Time 1 Distress  
 
Global Distress (n=266)  Somatization (n=266)  Depression (n=267) Anxiety (n=267) Predictors ∆R2 β  ∆R2 β  ∆R2 β  ∆R2 β 
            
Background Variables .06*   .05t   .05t   .04t  
   Age   -.20**   -.17*   -.21**   -.17* 
   Gendera  .03   .07   -.02   .03 
   Incomeb  -.03   -.08   -.02   -.00 
   Relationship with care receiverc  -.09   -.07   -.12   -.05 
   Carer groupd  -.13t   -.09   -.12t   -.12t 
Time Spent on Caring Tasks .05**   .04*   .03t   .04*  
   IADLCs  -.05   -.10   -.01   -.04 
   ADLCs  -.09   -.10   -.06   -.11 
   Psychosocial Caring  .28***   .27**   .22*   .27** 
Coping .38***   .23***   .34***   .36***  
   Problem solving  -.08   -.01   -.11*   -.07 
   Avoidance  .66***   .50***   .62***   .64*** 
Total R2 .48   .32   .42   .45  
Total F (10,255) = 23.38***  (10,255) = 11.73***  (10,256) = 18.35***  (10,256) = 20.79*** 
        
Note. Higher scores on all dependent variables indicate greater distress. 
aGender dummy coded 1=male, 2=female;  bIncome dummy coded 1=no income, 2=$1-10,000 per year, 3=$10,001-20,000 per year, 4=$20,001-30,000 per year, 5=$30,001-
50,000 per year, 6=$50,001-70,000+ per year;  cRelationship with care receiver dummy coded as 1=spouse/partner, 2=parent, 3=sibling, 4=child, 5=friend, 6=extended 
family;  dCarer group dummy coded as 1=dementia, 2=intellectual disability, 3=developmental, 4=neurological/psychiatric, 5=other general medical, 6=physical, 
7=stroke/ABI.   
tp<.05; *p<.01; **p<.001; ***p<.0001 
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Table 6.2.  Hierarchical Regression Analyses of the Effects of  Background Variables, Time Spent on Caring Tasks and Coping on Time 2 Distress.  
 
Global Distress (n=210 )  Somatization (n=211)  Depression (n=210) Anxiety (n=211) Predictors ∆R2 β  ∆R2 β  ∆R2 β  ∆R2 β 
            
Background Variables .02   .02   .02   .02  
   Age   -.02   .06   -.06   -.04 
   Gendera  .06   .07   -.01   .09 
   Incomeb  -.07   -.10   -.03   -.05 
   Relationship with care receiverc  -.02   .00   -.05   -.01 
   Carer groupd  -.09   -.04   -.13   -.06 
Time Spent on Caring Tasks .06**   .05t   .05*   .05*  
   IADLCs  -.03   -.02   -.03   -.03 
   ADLCs  -.05   -.02   -.02   -.11 
   Psychosocial Caring  .31**   .26*   .28**   .30** 
Coping .18***   .11***   .18***   .17***  
   Problem solving  -.07   .08   -.18*   -.08 
   Avoidance  .46***   .32***   .44***   .45***
Total R2 .26   .17   .25   .24  
Total F (10,199) = 7.10***  (10,200) = 4.22***  (10,199) = 6.56***  (10,200) = 6.36*** 
        
Note. Higher scores on all dependent variables indicate greater distress. 
aGender dummy coded 1=male, 2=female;  bIncome dummy coded 1=no income, 2=$1-10,000 per year, 3=$10,001-20,000 per year, 4=$20,001-30,000 per year, 5=$30,001-
50,000 per year, 6=$50,001-70,000+ per year;  cRelationship with care receiver dummy coded as 1=spouse/partner, 2=parent, 3=sibling, 4=child, 5=friend, 6=extended 
family;  dCarer group dummy coded as 1=dementia, 2=intellectual disability, 3=developmental, 4=neurological/psychiatric, 5=other general medical, 6=physical, 
7=stroke/ABI.   
tp<.05; *p<.01; **p<.001; ***p<.0001 
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Table 6.3 – Hierarchical Regression Analyses of the Effects of Background Variables, Time Spent on Caring Tasks and Coping on Time 2 Distress 
Controlling for Time 1 Distress.  
 
Global Distress (n=208 )  Somatization (n=209)  Depression (n=209) Anxiety (n=210 Predictors ∆R2 β  ∆R2 β  ∆R2 β  ∆R2 β 
            
Time 1 Distress .54*** .73***  .40*** .63***  .58*** .76***  .447*** .67*** 
Background Variables .01   .01   .00   .00  
   Age   .04   .10   .01   .01 
   Gendera  .04   .06   .02   .04 
   Incomeb  -.05   -.06   -.03   -.04 
   Relationship with care receiverc  .02   .04   -.01   .02 
   Carer groupd  -.01   .01   -.04   .01 
Time Spent on Caring Tasks .01   .02   .01   .00  
   IADLCs  -.01   .03   -.04   -.03 
   ADLCs  .04   .07   .06   -.02 
   Psychosocial Caring  .08   .07   .07   .08 
Coping .00   .01   .00   .00  
   Problem solving  .03   .09   -.01   -.00 
   Avoidance  -.01   .03   -.04   .45 
Total R2 .55   .44   .60   .48  
Total F (11,196) = 22.03***  (11,197) = 13.83***  (11,197) = 26.33***  (11,198) = 16.80*** 
        
Note. Higher scores on all dependent variables indicate greater distress. 
aGender dummy coded 1=male, 2=female;  bIncome dummy coded 1=no income, 2=$1-10,000 per year, 3=$10,001-20,000 per year, 4=$20,001-30,000 per year, 5=$30,001-
50,000 per year, 6=$50,001-70,000+ per year;  cRelationship with care receiver dummy coded as 1=spouse/partner, 2=parent, 3=sibling, 4=child, 5=friend, 6=extended 
family;  dCarer group dummy coded as 1=dementia, 2=intellectual disability, 3=developmental, 4=neurological/psychiatric, 5=other general medical, 6=physical, 
7=stroke/ABI.  
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Figure 6.1:  Summary of Relations among all Variables Examined 
CARE RECIPIENT
ILLNESS / DISABILITY
MS
CF
Stroke
ABI
HIV
Demintia
Intellectual disability
Development disability
Other medical
Neruo/Psychi
Physical Disability
INCOME
< $10,000
$10,001 - $20,000
$20,001 - $30,000
$30,001- $50,000
> $50,000
REMOTENESS
Accessibility / 
Remoteness
Index of Australia
MARITAL 
STATUS
never married
married/partner
divorced/separated
widowed
AGE
Years
GENDER
Male / Female
CARE TASKS
IADL
ADL
Psychosocial
DURATION OF CARING
Years
RELATIONSHIP TO 
CARE-RECIPIENT
Spouse/Partner
Parent
Sibling
Offspring
Friend/Other
Extended family
LIVES WITH CARE-
RECIPIENT
Yes / No
COPING
Problem-solving
Avoidance
DISTRESS
Time 1
Depression
Anxiety
Somatisation
Global distress
DISTRESS
Time 2
Depression
Anxiety
Somatisation
Global distress
 
Report on Carers in Contemporary Australia 
Chapter 6 – Carers in Contemporary Australia – Putting it all Together:  A Regression Model of Carer Distress 
 
 
 
Page 124 
 
Chapter 6 Notes 
 
1Data diagnostics and preliminary analyses for the hierarchical regression analyses are as 
follows. The predictor variables and distress variables were explored for their fit with the 
assumptions of multivariate analyses. The distributions for hours/week caring, IADLC and 
psychosocial caring were moderately negatively skewed and the ADLC distribution was 
moderately positively skewed. Logarithmic transformations of the time spent on caring tasks 
variables did not produce more normal distributions. The distribution for avoidant emotion-
focused coping was moderately positively skewed and transformation of the variable created 
a more normal distribution. All measures of distress (Times 1 and 2 somatization, depression, 
anxiety and global distress) were positively skewed. Transformations of the distress variables 
produced more normal distributions.   However, transformations of the skewed variables did 
not change the substantive interpretation of the regression analyses and, thus, regression 
equations that include the untransformed variables were reported. The assumptions of 
normality, linearity and homoscedasticity were met. None of the independent variables were 
highly inter-correlated and tolerance did not approach zero. Thus, multicollinearity was not a 
threat to the stability of the analyses.   
 
Five univariate outliers were identified on distress and two multivariate outliers were 
identified due to significant Mahalanobis distances. Multivariate and univariate outliers were 
deleted as a block and then only multivariate outliers were deleted. By deleting the univariate 
outliers there was no substantive change in the interpretation of the data. The 2 multivariate 
outliers were deleted one at a time and only the deletion of the most extreme multivariate 
outlier altered the substantive interpretation of the data.  For all eight regression analyses this 
case was deleted. 
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CHAPTER 7 
 
Key Findings, Recommendations and Discussion 
 
The aim of this Chapter is to summarise key findings, and recommendations arising 
from this Report 
 
The community facilities and supports available in rural and isolated 
communities are sparse and where they are available their knowledge 
of brain injury is woefully ignorant and limited. (quote from a carer 
caring for a partner with acquired brain injury) 
 
Summary of Findings 
 
The following is a summary of findings from each of the prior chapters of this Report.  
The inter-relations among care receiver illness/disability, carer biographics, caring 
context, time spent on caring, coping strategies and distress are summarised in Figure 
6.1.  
 
Chapter 2:  Characteristics of the Total Sample 
 Age: mean age = 52.37 years; range 11 to 99 years 
 Gender: 58% female and 42% male 
 Income: half of all carers earned under $20,000 a year 
 Marital Status: 79% married or had a partner 
 Remoteness: 80% lived in highly accessible and 15% moderately accessible 
areas 
 Duration of Caring: mean duration of caring =  7.85 years; range 1 month to 
54 years 
 Carer-Care Receiver Relationship: 58% spouse/partner, 23% parent, 18% 
sibling, offspring, friend, or extended family 
 Carer-Care Recipient Co-residency. 85% of carers co-resided with their care 
recipient 
 Distress: 
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o 25% of carers reported clinically significant distress at Times 1 and 2. 
o The proportions of clinically distressed women at Times 1 and 2 were 
slightly higher than the proportions of clinically distressed men (Time 
1: 20% male, 29% female; Time 2: 20% male, 28% female).   
Chapter 2:  Relations between Carer Illness/Disability Groups and 
Biographics, Caring Context, Coping and Distress 
Relations between carer illness/disability group and biographics 
 
 Carer illness/disability group and Age: Carers of a person who had 
experienced a stroke and carers of a person with dementia were on average the 
oldest groups of carers, whereas the youngest groups of carers were carers of a 
person with a developmental disability and carers of a person with HIV.   
 Carer illness/disability group and Gender: Most carer groups consisted of 
predominantly female carers with the exception of MS, CF and HIV carer 
groups where the majority of carers were male.  
 Carer illness/disability group and Income: almost 50% of carers of a person 
with dementia earned less than $10,000/year.  
 Carer illness/disability group and Marital Status: The majority of carers of a 
person with MS, CF, stroke, ABI, dementia, intellectual disability, 
developmental disability, other medical condition, a neurological/psychiatric 
condition and a physical disability were married.  
o A total of 25% of carers of a person with an intellectual or 
developmental disability were divorced or separated.   
o The majority of carers of a person with HIV had never married.  
 Carer illness/disability group and Duration of Caring: Carers of an individual 
with an intellectual disability cared for their care recipient for the longest time 
and carers of a person with HIV cared for their care recipient for the shortest 
time.  
 Carer illness/disability group and Carer-care Recipient Relationship: Carers 
of a person with MS and stroke tended to be a spouse/partner; carers of a 
person with CF, intellectual disability and developmental disability were 
mostly parents.  
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 Carer illness/disability group and Coping:  Carer groups differed on problem-
solving coping but not on avoidance coping.   
o Carers of people with MS relied less on problem solving coping than 
carers of people with ABI, dementia, intellectual and developmental 
disability.  
 Carer illness/disability group and Distress: At Time 1, carer groups differed 
on global distress and the three subscales of distress.  
o Carers of a person with a developmental disability and carers of a 
person with a neurological/psychiatric condition reported the highest 
global distress on average.  
 
Chapter 3:  Relations between Biographics and Caring Context, Coping 
and Distress 
 
 Age and Caring Context, Coping and Distress:  Increasing age was associated 
with less reliance on avoidance coping, lower levels of distress and longer 
duration of caring, and offspring carers were significantly younger than carers 
who were the care recipients’ partner or spouse. 
 Gender and Caring Context, Coping and Distress: Compared to female carers, 
male carers used less problem-solving coping, reported lower distress, and 
were more likely to live with their care recipient and be married to or a partner 
of their care recipient. 
 Income and Caring Context, Coping and Distress:  Carers in the lower income 
brackets reported higher levels of distress than those with higher annual 
incomes.  
 Marital Status and Caring Context, Coping and Distress:   Compared to 
unmarried carers, married carers reported longer duration of caring, were more 
likely to live with their care recipient and were more likely to be a partner or 
spouse of the care recipient. 
 Remoteness and Caring Context, Coping and Distress: The more remote the 
location the more somatization, anxiety and global distress the carer reported.   
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Chapter 4:  Relations between Caring Context and Coping Strategies 
and Distress 
 
 Carer-care receiver relationship and Coping and Distress:  Parent carers 
reported greater reliance on problem solving coping and higher levels of Time 
1 distress compared to spouse/partner carers  
 Co-residency and Coping and Distress: Carers who lived with their care 
receiver used less problem solving coping than carers who did not live with 
their care receiver.   
 
Chapter 5:  Relations between Time Spent Caring and Carer Illness/ 
Disability Group, Coping and Distress 
 
 Carers reported a high average number of hours 113.80 (SD = 57.62) caring 
per week. 
 All carer illness/disability groups on average reported providing care in excess 
of 100 hours a week. 
 Carers reported spending the most amount of time on IACLC tasks, followed 
by Psychosocial Caring tasks, and the least amount of time on ADLC tasks. 
 Time spent on Caring and Carer Illness/disability Group: Carers of people 
with a developmental disability reported spending significantly more time on 
psychosocial caring than did carers in three other illness/disability groups; 
neurological/psychiatric, “other” medical condition and stroke/ABI. 
 Time spent on Caring and Coping: Carers who spent more hours in a week 
caring reported using more avoidant coping.  
o More time spent on Psychosocial Caring was related to greater use of 
both problem solving and avoidant coping strategies. 
 Time spent on Caring and Distress:  More time spent caring per week and 
more time spent on psychosocial caring were related to higher levels of Time 
1 distress.   
o The time spent on ADLC and IADLC were unrelated to all measures 
of distress. 
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Chapter 6:  A Regression Model of Carer Distress 
 
 The strongest predictors of carer psychological distress concurrently and over 
the short-term are carer age, psychosocial caring and coping.  
 Higher levels of psychological distress were related to younger carer age, 
more time spent on psychosocial caring, greater use of avoidance coping and 
less reliance on problem solving coping.   
Discussion 
The following provides a discussion of patterns of findings that emerged from the 
present research and methodological issues. 
Associations among Variables 
The inter-relations among care receiver illness/disability, carer biographics, caring 
context, time spent on caring, coping strategies and distress that emerged through this 
Report point to a key set of factors that should be considered in carer service planning 
and policy development.   Carer illness/disability group was the only variable related 
to all other variables, with the exception of remoteness and, therefore, appears to play 
a fundamental role in shaping the caring situation.  Gender and coping also showed a 
number of associations with other variables.  However, as shown in the previous 
chapter, when all variables were pitted against each other, age, psychosocial caring 
and coping were the only variables that predicted psychological distress.  
Coping Strategies 
Coping strategies showed associations with six other variables.  Variations mostly 
occurred on problem solving coping.  This suggests that problem solving coping is 
more contextually sensitive and changeable, which is consistent with the proposals of 
others in the field (e.g., Sander et al., 1997).  Coping also emerged as a key predictor 
of psychological distress. The National Survey of Carer Health and Wellbeing 
conducted by Carers Association of Australia (2000) found that carers identified a 
wide range of coping strategies used to manage the demands of their caring role.  The 
findings associated with coping are important because coping strategies can be 
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modified, whereas many of the other variables can not be changed or are very difficult 
to alter. 
Psychological Distress 
Psychological distress is both an indicator of quality of life and mental health.  
Sometimes the emotional, existential and practical challenges are overwhelming as 
indicated by a carer of a person with AIDS who said “When I try to make sense of it I feel 
desolated”.  It is a priority concern that 25% of all carers and almost half of the carers in 
some illness/disability groups reported clinically significant distress.  However, findings 
from the present research identify a set of risk factors for poor quality of life and 
psychological morbidity and include: low annual income, younger age, being female, 
high use of avoidance coping, low use of problem solving coping, high levels of time 
spent on psychosocial caring, being a parent carer, and caring for a care recipient who has 
a developmental disability, neurological/psychological condition, intellectual disability, 
ABI or dementia.   Within this set of risk factors, age, coping and time spent on 
psychosocial caring appear to be the strongest predictors of distress.  As discussed earlier, 
the factors most amenable to modification are coping and time spent on psychosocial 
caring.  There are numerous studies which show that coping skills training improves 
quality of life and reduces distress in carers (e.g., Biegel & Schulz, 1999; Coon, 
Gallagher-Thompson & Thompson, 2003; Pakenham, Dadds & Lennon, 2002).  
Similarly, there are studies which show that carers can be assisted to master the demands 
of psychosocial caring through various psychoeducational interventions (e.g., Pakenham 
& Dadds, 1987). Assisting carers with psychosocial caring also requires appropriately 
tailored services such as flexible respite care. 
Research Limitations 
The findings presented in this Report must be tempered by a consideration of the research 
limitations.  Most of the carer samples that constituted the larger carer data base were 
recruited from community support organisations and may, therefore, not be representative 
of all carers. There was also limited representation of carers from remote areas and carers 
under the age of 18 years.  However, it should be noted that the sample was similar in 
most respects to the Australian Bureau of Statistics’ (2003) sample. 
Some of the findings in this Report are based on cross-sectional analyses.  That is, 
associations among variables are examined at one point in time. Where two variables are 
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found to be related, such analyses are unable to indicate the direction of influence 
between the two variables (i.e., which variable influences the other).  However, some of 
the associations involving longitudinal measures of distress (at Time 2), provide stronger 
support for the role of predictors in influencing distress.  It should be noted that Time 2 
distress was related to several variables measured at Time 1: coping strategies, 
Psychosocial Caring, income, remoteness and gender.  
Not all possible relationships among the variables presented in this Report were 
examined.  Clearly there are more complex inter-relationships among some of the 
variables indicated by the multiple relations that some variables have with other factors. 
Another limitation concerns the reduction of coping strategies to two broad domains 
(problem solving and avoidance). Although these two coping strategies have been widely 
researched, there are other coping strategies that were not investigated in the present 
research.  Other strategies that have been shown to influence carers’ well being include 
acceptance and positive reappraisal (e.g., Pakenham, 2002, Stanton, et al., 1994).  
There is also a limitation related to the number of variables examined in the Report.  
Other factors, not considered in this Report, that have been shown to define the caring 
situation and to impact on carer distress include the carer’s ethnic or cultural background, 
care recipient characteristics (e.g., gender and age), social support and alternate care 
options for the care recipient.  
Although psychological distress was used as an indicator of carer well being, it is 
acknowledged that there are also positive outcomes from caring not examined in this 
Report.  For example, many carers report finding benefits from their caring role, such as 
personal growth and the strengthening of relationships (e.g., McCausland & Pakenham, 
2003; Pakenham, Sofronoff & Samios, 2004).  
The following quote illustrates the types of gains some carers perceive in their caring 
situation:  
Before the diagnosis I feel I took a lot of things for granted. I now 
enjoy waking up each day and am grateful to be alive. Simple things 
mean more and I try to take time out to ‘smell the roses’. I’d be 
content…as long as I have my partner with me. (quote from a carer 
caring for a partner with cancer) 
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Research Strengths 
The research presented in this Report has numerous important strengths which are 
summarised below.  The strengths of the research make this Report a unique landmark in 
carer research in Australia. 
• Large Sample Size: A key strength of the present research is the large sample size.  
To our knowledge this data base is the largest collection of stress and coping data 
on carers in Australia.   
• Wide Range Of Care Recipient Conditions: Few studies on carers include such a 
diversity of care recipient illnesses and disabilities as that represented in the data 
base.  Importantly, the present research includes both compensable and non-
compensable conditions, injuries and disabilities. 
• Diverse Geographical Base:  Carers from a wide range of geographical locations 
were included in the research. 
• Diversity in Caring Context:  The present research included both chronic and 
acute conditions, whereas most carer studies focus on one of these.  
• Standardised Measure of Psychological Distress: The use of a standardised 
measure of psychological distress enabled comparisons with norms. 
• Variety of Recruitment Strategies: Reliance on a range of recruitment strategies 
enhanced the representativeness of the sample. 
• Measurement of Variables from a Range of Domains:  Variables were assessed in 
a variety of domains including: care recipient disability, biographics, caring 
context, time spent on caring, coping and distress.   Few carer studies include 
such a diverse range of variables.  
• Use of a Well Established Theoretical Framework:  The researchers employed a 
theoretical framework that has been widely used in the caring field to guide the 
research and the interpretation of findings. 
• Collaboration with the Service Sector: The research was undertaken in 
collaboration with a range of service providers. 
• Australian Data: The present research is also important because it is Australian 
based and in particular provides an in-depth examination of caring in the 
Queensland context. 
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Conclusions 
Although the average age of carers was 52 years, the caring role can occur at any age, 
with young carers being a particularly vulnerable group.  Similarly, although most carers 
were female, the gender mix of carers varied considerably depending on the 
illness/disability of the care recipient.  The financial impact of caring was evident with 
half of all carers having earned under $20,000 a year and the association between lower 
annual income and higher distress. Although the majority of carers were married or had a 
partner, it appeared that the strain placed on the marital relationship varied depending on 
the care recipient’s illness/disability.   While most carers lived in geographical locations 
where access to services is maximised, carers in less accessible areas appeared to be 
vulnerable to greater levels of distress. Carers on average had been caring for almost 8 
years, however, for some carers, caring was a role they had taken on for a considerable 
period of time. The type of relationship between carer and care receiver varied according 
to several factors including the carer’s gender, marital status and income and the care 
recipient’s illness. Although the majority of carers co-resided with their care recipient, it 
should not be assumed that all carers live with their care recipient; there were some 
notable exceptions where depending on the care recipient’s illness/disability the carer was 
in fact more likely not to reside with the care recipient. 
The proportion of carers who reported clinically significant levels of distress highlights 
the need for services and policies to address the risk factors associated with elevated 
distress.   The present research highlights a set of risk factors associated with higher 
distress that is consistent with other research.  A potent subset of predictors of distress 
was also identified and consisted of carer age, coping strategies and psychosocial caring.  
A set of variables that define the caring situation was also delineated by the present 
research.   Together these findings provide a common framework that can be utilised to 
inform future service and policy development in this area. 
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Recommendations 
The following recommendations will help to inform the implementation of the recent 
Queensland Government Carer Recognition Policy (2003) and complement the 
recommendations arising out of recent Australian studies of carers (National Inquiry 
into the Social Impact of Caring for Terminally Ill People by Palliative Care 
Australia, 2004; National Survey of Carer Health & Wellbeing by Carers Association 
of Australia, 2000; and the Carers Victoria Study [Schofield, Bloch, Herrman, 
Murphy, Nankervis & Singh, 1998]; Pfizer Australia Health Report, 2004). 
 
DIVERSITY OF CARERS AND THEIR NEEDS 
The circumstances and experiences of carers are remarkably diverse, therefore, it 
is essential that service planning and policy development considers and responds 
to:  
 
1. The range of factors that contribute to defining the caring situation and carer 
quality of life including the care recipient’s illness or disability, carer 
biographical characteristics, the caring context, caring tasks, the carer’s 
psychological distress and the carer’s resources, in particular coping 
strategies. 
 
2. The carer role across the lifespan and the evolving demands (e.g., paid work 
and parental responsibilities) and needs. 
 
3. The needs of young carers who appear to be a particularly vulnerable group. 
 
4. The varying gender mix across the care recipient illness/disability groups. 
 
5. The duration of caring in context to disability type in order to effectively 
target carer groups who require either additional early intervention or 
increased long-term follow up support.   
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CARER SUPPORTS 
Carer Stress and Coping Resources and Programs 
6. Research, intervention and self help resources to relieve and prevent 
clinically significant levels of distress in those carers at elevated risk of 
distress including carers of people with developmental disabilities, 
neurological/psychological conditions, intellectual disabilities, ABI and 
dementia.  
 
7. The development of a wide range of services and interventions that promote 
and enhance carers’ adaptive coping skills; these may take the form of 
support phone links for carers, self-help resources, or clinic-based coping 
skills training. 
 
8. The development and implementation of carer stress management 
interventions especially for carers who spend more time engaged in 
psychosocial care. 
 
9. The development and implementation of psychoeducational programs that 
provide carers with the information and skills to manage the specific 
psychosocial demands of their care recipient. 
 
10. The development of referral networks for carers who are identified with 
mental health problems or who are at risk for same.  
 
Psychosocial Caring Support 
11. Additional services targeted at providing support with psychosocial caring 
tasks. 
 
Marital Support 
12. Services should identify subgroups of carers who may be at risk of marital 
strain related to their caring role.  In this regard, carers of people with 
developmental disabilities and an intellectual disability would appear to be 
particularly at risk.  
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Housing 
13. Given the high number of adult children who co-reside with parents who 
require assistance, this carer population would benefit from guidelines 
surrounding housing arrangements, asset management and associated legal 
issues. 
 
FINANCIAL SUPPORT 
Financial resources appear to protect carers from high levels of distress and as 
such, adequate income support for carers would promote positive adjustment and 
maintain the caring relationship. 
14. Socio economic factors need to be addressed regarding eligibility criteria for 
services. Specifically, income status is unlikely to be a reliable criterion for 
eligibility as a carer’s level of income is often highly variable and their 
caring expenses also vary widely depending on a range of medical treatment 
needs, pre-existing financial commitments, level of emotional burden and 
daily living expenses relative to geographical location and support 
requirements. As such, eligibility should be more broadly assessed with 
additional financial support packages provided based on these areas of 
identified need. 
 
BALANCING CARING AND EMPLOYMENT 
15. As financial resources appear to have a buffering effect against distress, 
carers would benefit from services which facilitate carers’ access to the paid 
workforce (e.g., extended hour day centres) and carers who are in paid 
employment  would benefit from more flexible employment options. 
 
CARE PLANNING 
16. The need for carers to plan for changes in caring demands especially 
transition points such as moving the care recipient to alternative care.  
 
17. More research concerning accessibility and remoteness is necessary. 
Findings suggest that carers in remote areas experience high distress; the 
Report on Carers in Contemporary Australia 
Chapter 7 – Key Findings, Recommendations and Discussion 
 
 
 
Page 137 
provision of more service points in rural and regional areas would allow 
carers to cope with their role and remain in their local communities. 
 
CARER ASSESSMENT 
18. The development and introduction of a systematic method for identifying 
carer needs at the primary health care level and in a community care setting. 
 
19. The screening of carers for the risk factors associated with higher levels of 
distress (e.g., younger age, female carers, remote area, reliance on avoidant 
coping and high psychosocial caring demands). 
 
20. The development of assessment tools and eligibility criteria which 
adequately captures the psychosocial aspects involved in providing care. 
 
CARER PARTICIPATION & INVOLVEMEN IN CARE 
21. Carers should be invited to become involved in the medical, professional 
care and/or rehabilitation of the care recipient. 
 
22. Services attempt to potentiate support from carer-partner relationships by 
including partners as ‘co-clients’ in the rehabilitation and/or treatment of 
care recipients where possible. Services should also refer carer-partner dyads 
for more specialised support (i.e., relationship counselling) where necessary. 
 
COMMUNITY AWARENESS 
23. Community education programs that promote the value of caring in our 
community  
 
24. Community awareness programs aimed at encouraging men to take on or 
assist with caring roles.  
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Appendix 1 
Care Recipient Conditions from the CQ Sample 
 
1 Dementia 45 Congenital brain damage 
2 Incontinence 46 Damaged back 
3 Downs syndrome 47 Brain tumour 
4 Aspergers / autism spectrum disorder 48 Sleep apnoea 
5 Emphysema 49 Trisomy – 21 
6 Asthma 50 Post-traumatic stress disorder 
7 Immobility due to hip replacement / 
problems 
51 Osteoporosis 
8 Impaired vision 52 Psychiatric problems 
9 Heart disease 53 Brain aneurysm 
10 Diabetes 54 Stenosis of heart 
11 Kidney problems 55 Neuro-degenerative disease 
12 Prostate cancer 56 Illiteracy 
13 Depression 57 Wheelchair dependent 
14 Epilepsy 58 Osteoarthritis 
15 Impaired memory 59 ODD / behavioural problems 
16 Motor neurone disease 60 Migraine headaches 
17 MS 61 Ca Breast i mets 
18 Frailty / aged 62 Pulmonary atresia 
19 Intellectual disability 63 Rheumatoid arthritis 
20 Schizophrenia 64 Cancer 
21 Diverticulitis 65 Tourette’s syndrome 
22 Narrowing of gullet 66 COPD 
23 ADHD 67 Stoma / colostomy bag 
24 Learning disorder 68 Type blood disorder 
25 Speech / language impairment 69 IDDM 
26 Cerebral palsy 70 Acquired brain injury 
27 Alzheimer’s dementia 71 Chronic brain syndrome 
28 Genetic syndrome 72 Gastric ulcers 
29 Muscular dystrophy 73 Allergies 
30 Stroke 74  CVA 
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31 Paralysis 75 Dermatitis 
32 Tuberous sclerosis 76 Cirrhosis 
33 Parkinson’s disease 77 Degenerative spine 
34 Down’s syndrome 78 Inability stabilisation 
35 Leukaemia 79 Prader-Willi syndrome 
36 Impaired hearing 80 Schprintzen’s syndrome 
37 Amputation 81 OCD 
38 Huntington’s disease 82 Separation anxiety disorder 
39 Paraplegia 83 Hypochondria 
40 Scoliosis 84 Motor co-ordination impairment 
41 Paget’s disease 85 TIA 
42 Hypertension 86 Spina bifida 
43 Thyroid problems 87 Hydrocephalus 
44 Physical disability 88 Peripheral vascular disease 
  89 Chronic fatigue syndrome 
  90 Dumping syndrome 
 
